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ABSTRACT
Increased survival and advances in oncology research demand that health
professionals attend to the gap in knowledge regarding health-related quality o f life
(HRQL) variables associated with the unique sequelae of cancer in the long-term (LT)
cancer survivor. Research in this area may direct the development o f effective
interventions to increase the HRQL of LT cancer survivors. The study’s purpose was to
describe the relationships between self-esteem, learned resourcefulness, and social
support to HRQL as well as their predictive value to HRQL for LT cancer survivors.
A quantitative, descriptive, correlational, and noninterventional design was used to
describe the relationship o f self-esteem, learned resourcefulness, social support, and
HRQL for LT cancer survivors. Data from six mail-back, self-report instruments were
collected from a purposive sample o f 456 eligible cancer survivors from two cancer data
bases (24.3% response rate). Descriptive, correlational, and regression statistics were
computed.
Study findings revealed: (a) a strongly positive relationship between self-esteem
and HRQL (r = .69, p value .00), (b) a moderately strong inverse relationship between
learned resourcefulness and HRQL (r = -.32, p value .01), and (c) only the total loss
component of social support had a statistically significant inverse relationship with HRQL
(r = -.38; p value .00). Together self-esteem, learned resourcefulness, and the loss
component of social support explained over half the variance (R2 = .53) o f HRQL with
self-esteem accounting for 52% o f the predictive value.
Study findings have implications for nursing research, education and practice. A
major implication is the need for assessment and research designed to test interventions
aimed at supporting and improving self-esteem for LT cancer survivors. Anticipating and
buffering losses of social support may increase HRQL. A survivorship age- and stageappropriate (acute vs. long-term) knowledge base is needed for quality care o f LT cancer
survivors. Further research in this area may include: (a) study replication with a more
diverse sample, (b) testing to refine the study’s conceptual model, and (c) path analysis to
test the study’s conceptual framework or other frameworks related to the process o f
living as survivors. Lastly, a need exists for broader education about the unique, ongoing
concerns of LT cancer survivors.
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Chapter 1
Introduction
This chapter provides an overview o f the research study reported in this document.
It begins with a presentation o f the background and significance o f the study, followed by
the purpose, research questions, assumptions, conceptual framework, and definitions of
terms.
Background and Significance
The diagnosis o f cancer changes one's life forever. Each step o f the experience
makes a profound impact on the lives and health o f those diagnosed with this disease.
Change at each step is a movement to a new place which adds another dimension to the
experience o f cancer. Schag, Ganz, Wing, Sim, and Lee (1994) stated that clients who
"survive cancer do not return to a state o f normal health similar to that o f their healthy
peers" (p. 139). They further asserted that cancer survivors have a variety of ongoing
concerns that affect quality o f life (QOL). It is also well documented that one never "gets
over" cancer (Muzzin, Anderson, Figueredo, & Gudelis, 1994). Although the client may
appear normal in everyday life, tensions and anxieties resulting from the diagnosis o f cancer
and its treatment linger. For survivors, the work o f "normalizing", or learning to live with
and beyond cancer, is a lifelong career. The lasting repercussions of cancer can take their
toll on QOL and health for cancer survivors.
Learning that one has cancer used to be tantamount to hearing a death sentence.
1
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With scientific progress and advances in health care, the diagnosis o f cancer does not
necessarily equal death. According to the American Cancer Society (1995), over eight
million Americans alive today have a history of cancer; five million o f them having been
diagnosed five or more years ago. Most o f these five million people can be considered
cured, while others still have evidence o f cancer. Furthermore, about four in ten clients
diagnosed with cancer will be alive five years after diagnosis. Although cancer statistics
report decreased or stabilized death rates, the number of deaths from cancer have
increased. This is because the over 65 population with cancer has become larger and older
(American Cancer Society, 1995). With the reduction of new cancers, decreasing cancer
death rates, and rising 5 year survival rates (Anderson & Lutgendorf, 1997), cancer is a
survivable disease for many.
One approach to describing the stages of the cancer experience for the individual is
Mullen's (1985) conceptualization of the "Seasons of Survival.” The three seasons
delineated by Mullen (1985) are “acute survival,” “extended survival,” and “permanent
survival”. The first season, acute survival, begins with the diagnosis o f cancer. This stage
is dominated by medical efforts to prolong life, with individuals being forced to confront
their own mortality. O f the three seasons, this stage is most widely documented in
empirical and theoretical literature both in nursing and in other disciplines (Bertero & Ek,
1993; Hassey-Dow, 1990; Richardson, Zamegar, Bisno, & Levine, 1990).
During the second season, extended survival, the cancer is in abeyance, yet there is
constant worry about recurrence. This is usually a period of managing physical limitations
resulting from treatment. This phase has more recently been documented in the oncology
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literature with the focus on identifying those at high risk for recurrence and the
development of groups and publications to address the needs o f persons passing through
this difficult "season" (Evans, Thompson, Browne, Barr & Barton, 1993; Northouse, 1981;
Whedon & Ferrell, 1994).
The third season, that of permanent survival, is more commonly associated with the
phenomenon called "cure". Yet it has several dimensions beyond victory over disease.
These dimensions are related to the myths about cancer and the stigma surrounding it
which persist even with "cure," as well as to the physical sequelae which affect employment
and insurability, personal relationships, and one's sense o f self. Further empirical
examination of the experience characteristic o f this phase o f cancer survival is needed.
Personal and social factors identified in the acute and extended seasons have been
described in the literature. Anecdotal literature and qualitative studies of permanent
survival also describe these factors. More research is needed which specifically describes
the long-term survivor. Furthermore, research concerning the influence o f personal and
social factors previously identified in research concerning the acute and extended season o f
survivorship would increase knowledge of the permanent survival phase o f life after cancer
(Halstead & Femsler, 1994; Muzzin et al., 1994).
The diagnosis o f cancer, and the person’s subsequent confrontation with possible
death, is one o f life's most intense and powerful stressors. As is characteristic o f human
responses to most stressors, the cancer client is at once forced to rally physiological and
psychological energy to cope with this life-threatening event. The need to cope with a new
stressor places additional demands on established living patterns. Facing death suddenly
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changes one's appraisal o f and satisfaction with his or her current level of physical,
emotional and social functioning. When these aspects change, QOL can be expected to
change.
As a concept, QOL encompasses the ideas of having (finance, employment), loving
(social relationships, love, and care), and being (individual in society, leisure, and ability to
be active) (Allardt, 1980). It is that which makes life and survival valuable (Padilla et al.,
1983). QOL has also been described as the difference between actual and perceived goals
measured at a particular time (Caiman, 1989). The experiences that accompany the
diagnosis and treatment o f cancer have the potential to alter all domains (physical,
psychological, sociological, and spiritual) o f QOL (Loescher, Clark, Atwood, Leigh, &
Lamb, 1990; Wyatt & Friedman, 1996). For example, Wyatt, Kurtz and Liken (1993)
explored long-term survivorship through focus group discussions with women who had
experienced breast cancer. They found that themes emerged related to each of the domains
in their conceptual framework: physical, social, psychological and spiritual well-being.
Quality of life is the umbrella concept under which health-related quality of life
(HRQL) falls. The more specific concept o f HRQL focuses on the health aspects o f an
individual’s overall QOL. In other words, HRQL is a subset o f the more general concept
QOL. Often the terms QOL and HRQL are used interchangably in the literature. Although
QOL can include HRQL aspects, it is useful for research studies to be explicit about the
aspect of QOL under investigation. Further discussion o f this important differentiation o f
the concept QOL is presented in the literature review.
Interest in the relationships between psychosocial factors and disease outcomes
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continues to increase in the fields o f psychology and health care. QOL issues and
rehabilitation concerns are now salient issues in managing disease and assessing treatment
outcomes (Celia & Tulsky, 1990). According to psychological reviews, approximately
20% o f cancer survivors experience significant psychologic adjustment difficulties (Dobkin
& Morrow, 1986). Schag et al. (1994), in a study on a disease-free sample of lung, colon,
and prostate cancer survivors, found psychological distress to be present in all three
survivor groups. Thus, it is important to be able to identify survivors at greatest risk for
psychological or behavioral problems and, ultimately, increased health problems, as well as
those in greatest need o f preventive or rehabilitative services. Furthermore, the study o f
specific variables associated with risk for psychosocial morbidity in long-term survivors is
needed.
The ability to prolong life loses some of its value without the knowledge and ability
to enhance, not only biological survival, but the psychosocial and physical quality of that
survival. Since cancer survivors are expected to live for a considerable period of time,
empirically-based knowledge about the consequences of cancer and its treatment on their
QOL is of paramount importance (Schag et al., 1994). The knowledge gained from this
study can be used by members o f the health care team to address two concerns: (a) how to
assist long-term survivors during the transition to life after cancer, and (b) how to enhance
psychosocial factors leading to high level HRQL for long-term cancer survivors. This
knowledge may further be utilized to develop a screening process to identify cancer
survivors at risk for psychosocial maladaptation and decreased HRQL. Additionally, the
knowledge gained from this study may provide direction for the design o f centers whose

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.

Survivors HRQL

6

focus will be to provide resources and support (physiological and psychosocial, as well as
spiritual) related to the ongoing needs of long-term cancer survivors in the variety of
settings in which they reside.
The study’s significance relates to the American Nurses Association's (1980)
definition o f nursing as the "diagnosis and treatment o f client responses to actual and
potential health problems” (p. 9). Knowledge of the cancer survivor’s unique actual and
potential health responses during permanent survival will promote greater competence in
individualizing nursing care for this specific client group. Studies to date of the variables
of self-esteem, social support, and sociodemographic status o f cancer survivors and the
relationship of these variables to HRQL have primarily focused on the acute and extended
seasons of survival. With increased numbers of survivors facing the experience of
permanent or long-term survival, questions remain as to the extent to which these variables
are present and continue to affect HRQL in this season.

Eurpase
The purpose o f this study was to describe the relationships between selected
psychosocial variables and HRQL in cancer survivors in the permanent season of survival.
The independent variables studied have been identified in the literature as influencing the
acute and extended seasons o f cancer survival. More specifically, this study describes the
relationship between the client variables of self-esteem, learned resourcefulness, and social
support and HRQL among cancer survivors in permanent survival.
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Research Questions
This study sought answers to the following research questions:
1.

What is the relationship o f self-esteem to HRQL for long-term cancer survivors?

2.

What is the relationship o f learned resourcefulness to HRQL for long-term cancer

survivors?
3.

What is the relationship o f social support to HRQL for long-term cancer survivors?

4.

To what extent are self-esteem, learned resourcefulness, and social support

predictive of HRQL for long-term cancer survivors?
Assumptions
This study was based on the following assumptions about cancer and HRQL for
long-term cancer survivors:
1. The cancer experience “permanently” or “significantly” alters one's philosophy o f life.
2. Having faced death and survived, HRQL takes on new dimensions for the long-term
cancer survivor.
3. Changes and events occurring during the acute and extended seasons of survival
influence the experiences o f a cancer survivor in permanent survival.
4. When faced with a life-threatening experience, individuals try to find ways to preserve
the quality of their life.
Conceptual Framework
The conceptual framework for this study was derived from a combination o f
elements from both Mullen's (1985) "seasons o f survival" and Ferrell, Grant, and Padilla's
(1991) Quality of Life Model Applied to Cancer Survivors as illustrated in Figure 1.
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Mullen described the phase or season o f cancer survival to be studied, and Ferrell et al.'s
model provided the HRQL perspective for this study. The ideas leading to the construction
of the study’s conceptual framework are discussed below.
Mullen’s seasons o f survival provide a framework to assist health care providers, as
well as clients, to make sense o f the individual’s complex experiences following a diagnosis
of cancer. These three seasons o f survival are labeled: (a) acute survival, (b) extended
survival, and (c) permanent survival. The first season, acute survival, finds the cancer
survivor struggling with the immediacy o f mortality that accompanies a diagnosis of cancer.
In extended survival, the cancer survivor must deal with the uncertainty that accompanies
the effects o f treatment and the possibility o f recurrence. The possibility o f recurrence in
the extended season o f survival is illustrated in Figure 1 by the dotted line returning to the
season of acute survival. This movement back to the previous season is less likely for
survivors in the permanent season o f survival. Permanent survival describes the cancer
survivor who faces issues related to the stigma and myths surrounding cancer plus the
physical sequelae which affect self-esteem, and interpersonal and social relationships. The
boxed area in Figure 1 identifies the third season, permanent survival, which was the focus
o f this study in which permanent cancer survivors comprised the targeted sample.
The study’s conceptual framework combines the “seasons o f survival” with the
HRQL model designed by Ferrell et al. (1991), and adapted for cancer survivors. This
model originated in previous research on QOL in cancer patients with pain and in bone
marrow transplant survivors (Ferrell, Wisdom & Wenzl, 1989; Ferrell, Grant, Padilla,
Vemuri, & Rhiner, 1991). This model portrays HRQL as multidimensional, a key aspect o f

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.

Survivors HRQL

10

Ferrell et al.’s conceptualization o f HRQL. Drawing on the work o f many others, Ferrell et
al. (1991) conceptualized four domains o f HRQL for patients with cancer. These domains
are: (a) physical well-being, (b) psychological well-being, (c) social well-being, and (d)
spiritual well-being. Although there are different points o f view among scholars regarding
the dimensions (attributes o f the construct) o f HRQL, there is general agreement on the
major HRQL domains (sphere or field o f concern) as conceptualized by Ferrell et al.
(1991).
While stressful life events have been shown to take their toll on HRQL (Celia,
1994; Cobb, 1976; Najman & Levine, 1981), a number o f resources potentially available to
the individual have been shown to buffer the effect o f negative events such as the diagnosis
of cancer (Adler & Matthews, 1994; Ell, Mantell, Hamovitch, & Nishimoto, 1989;
Heidrich & Ward, 1992; Schaefer, Coyne, & Lazarus, 1981; Wills, 1985). Principal among
these buffering resources have been personal attributes and the characteristics of the social
network. These buffering phenomena have been studied in a variety o f circumstances
related primarily to the experience o f cancer survival during the acute and extended seasons
(Bertero & Ek, 1993; Evans, Thompson, et al., 1993). Studies o f these phenomena need to
be extended to long-term cancer survivors or those in permanent survival.
Variables associated with HRQL may be found within each o f the four domains
described in Ferrell et al.'s model (1991). Both quantitative and qualitative studies
reporting on the HRQL o f cancer survivors in acute and extended survival document the
stress and challenge of coping and adaptation in these seasons o f survival. The literature
also documents the presence of psychological and social variables related to the well-being
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o f cancer survivors in both seasons. These include, but are not limited to, mental attitudes
toward life, interpersonal relationships, cognitive restructuring o f the experience, and the
meaning o f life as it relates to one’s roles and relationships (Celia & Tulksy, 1990; de Haes
& van Knippenberg, 1985; Padilla, 1992).
There is both quantitative and qualitative evidence to support the proposition that,
for the long-term cancer survivor, concerns arise primarily in the psychological and social
domains o f HRQL (Fredette, 1995; Wyatt & Friedman, 1996). Therefore, this study was
guided by the conceptual framework described above and focused on independent variables
in both the psychological (self-esteem, learned resourcefulness) and social (social support)
domains o f HRQL. Each o f these three variables is illustrated by circles within the
appropriate HRQL domains in Figure 1. Alterations in the specific variables o f self-esteem
and social support have been found to be associated with risk for psychosocial morbidity
during the earlier survivor period (Curbow & Somerfield, 1991; Braden, 1990). This study
was designed to explore whether this is also true for the long-term cancer survivor.
Studies to date have not examined the variable learned resourcefulness in the context of
long-term cancer survivorship. Background for the study’s focus on these independent
variables follows.
Investigators o f the first independent study variable, self-esteem, found support for
the idea that self-esteem may play a central role in managing the stress o f the diagnosis of
cancer (Curbow & Somerfield, 1991). An underlying assumption in these studies is that
cancer and cancer treatment are powerful stressors that can have adverse effects on self
esteem. For example, Quigley (1989) reported the importance o f self-esteem and body
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image for cancer patients. From another perspective, Heidrich and Ward’s (1992) research
indicated that positive adjustment o f women with cancer may be the result o f the ability to
manipulate their self-esteem to prevent psychological distress. Other authors described
self-esteem as a resource variable that helps individuals withstand the negative effects of
cancer (Hobfoll & Walfisch, 1984). Since self-esteem seems to play a central role in the
experience of cancer, its specific influence on HRQL in long-term cancer survival was
further explored in this study.
The second independent variable, learned resourcefulness, is a complex concept and
is described briefly to identify its place in the conceptual framework for this study. The
concept o f learned resourcefulness is useful for describing processes occurring in the
psychological dimension of QOL (Braden, 1990). Rosenbaum (1983, 1990) defined
learned resourcefulness as a collection o f skills, mostly cognitive, used to control the
undesirable effects o f certain thoughts, feelings, or sensations so that performance of daily
activities will continue without difficulty. The dynamic nature o f society creates highly
demanding and ever-changing situations which challenge competencies and well-established
behavioral repertoires. These challenges, in turn, produce intense physiological and
emotional reactions that often have adverse effects on physical and psychological well
being. Self-regulation and self-management are learned and maintained mental and
psychological self-control processes which allow people to engage in health-related
behaviors (Rosenbaum, 1990).
There are four basic assumptions underlying the conceptual model of self-control
which is the basis for learned resourcefulness: (a) human behavior is goal-directed; (b) self
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control behavior is called for when individuals encounter obstacles in the smooth execution
of goal-directed behavior; (c) self-control is always associated with certain processregulating cognitions (e.g. assigning meanings to events, attributing causality to what has
happened, or developing expectancies for the future); and (d) there are multiple and
interactive factors that influence the process-regulating cognitions and the self-control
behavior (Rosenbaum, 1990). From these assumptions, three dimensions of learned
resourcefulness consistently emerge in nursing and related literature (Zauszniewski, 1995a,
1995b). The first dimension is self-control or self-monitoring o f internal events, including
thoughts, feelings, and sensations, to prevent interference with task performance
(Rosenbaum, 1980). The second dimension is self-direction or taking the initiative to
employ problem-solving when faced with stressful situations or conditions (Elkins, 1985).
The third dimension is self-efficacy or belief in one's ability to cope effectively when faced
with adversity (Rosenbaum, 1983).
These three dimensions o f learned resourcefulness, (self-control, self-direction, and
self-efficacy) are illustrated in a study o f dialysis patients by Rosenbaum & Ben-Ari Smira
(1986). These researchers found a very strong association between the patients' level of
learned resourcefulness and their ability to restrict their fluid intake. High resourcefulness
dialysis patients adhered more closely to fluid-intake restrictions than did low
resourcefulness patients. Path analysis performed on the data revealed that subjects'
expectations that they could resist drinking even on a hot day were a function o f how they
evaluated their own skills as well as their past success in fluid restrictions. Those who were
successful attributed their past success to their own efforts and were highly resourceful.

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.

Survivors HRQL

14

Thus, high resourcefulness, positive self-evaluations o f past performance, and efficacy
expectations enhanced self-control, which contributed to the subjects' adherence.
Applying these concepts to the long-term cancer survivor, one might hypothesize
that a sense o f learned resourcefulness, with the skills o f self-monitoring, self-direction and
self-efficacy acquired through cancer survivorship, is positively associated with HRQL.
Furthermore, a component of learned resourcefulness, cognitive reframing (the notion o f
PRC's in Rosenbaum's model), has QOL as one o f its consequences (Braden, 1990; Braden,
McGlone, & Pennington, 1993). Therefore, the potential influence o f learned
resourcefulness on HRQL for the long-term cancer survivor needs to be explored.
Psychosocial studies involving cancer patients have examined the influence o f the
third independent variable, social support, on adjustment to disease and health outcomes
(Ell, Nishimoto, Mediansky, Mantell, & Hamovitch, 1992; Lackner, Goldenberg, Arrizza,
& Tjosvold, 1994; Tempelarr, de Haes, de Ruiter, Bakker, van den Heuvel, & van
Nieuwenhuijzen, 1989; Waxler-Morrison, Hislop, Mears, & Kan, 1991). This support is
provided to the individual through assistance with tasks, provision of material needs, and
emotional support from significant others (Caplan, 1974). Studies continue to investigate
social support as a variable associated with adaptation to the stress of cancer and its
treatment and relationships between support and survival. Study results, although often
inconclusive, suggest that an appreciation o f the complexity of the construct social support
is needed to understand one o f the strongest potential resources people have in coping with
cancer - the social relationship (Blanchard, Albrecht, Ruckdeschel, Grant, & Hemmick,
1995; Krishnasamy, 1996). The findings from the studies reviewed lends support to the
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study o f the relationship between social support and HRQL, specifically in the long-term
cancer survivor. Specific analysis of studies o f social support as it relates to HRQL are
discussed and critiqued in Chapter 2, Review o f Related Literature.
A final concept illustrated in the conceptual framework diagram is the overlap
among the independent study variables. The literature supports the influence of social
support on self-esteem (Evans, Thompson, et al. 1993; Dirksen, 1989; Tempelarr et al.,
1989; Wills, 1985). Self-esteem, in turn, has been found to influence learned
resourcefulness, a personal characteristic acquired from interactions wiih others
(Zauszniewski, 1995 b). These ideas will be discussed in further depth in Chapter 2.
Definition of Terms
Key terms are defined conceptually and operationally as follows. Detailed
information regarding each instrument is included in Chapter 3, Methods and Procedures.
Long-Term Cancer Survivor
Conceptual definition. This is a person in permanent survival, the third season of
survival described by Mullen (1985). This person's focus is on integrating the lasting
effects o f cancer with entry or transition into a new phase o f life. Distinctions are made in
the literature between short, intermediate, and long-term survivors because they represent
somewhat different phases of the disease, its biology and treatment, and, consequently, the
individual's experience.
Operational definition. The long-term cancer survivor in this study was an
individual who was living recurrence-free at least 5 years beyond the initial diagnosis of
cancer on self-report or as indicated by their physician.
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Self-Esteem
Conceptual definition. Self-esteem is the affect associated with cognitive selfassessment (Kelman & Minkler, 1989). Most research on self-esteem in cancer patients
identifies self-esteem as a valuable attribute worth preserving. This emerges from the
underlying assumption that cancer and its treatment are powerful stressors that can have
adverse effects on one’s self-esteem.
Research studies on self-esteem in cancer populations have investigated it as an
outcome variable (Watson, 1983; Celia & Tross, 1986) and as a causal agent (Lewis,
1989). Another focus of self-esteem research in cancer literature has been its relationship
to QOL (Foltz, 1987; E vans, Pellizzari, Culbert, & Metzen, 1993). Regardless o f the
cancer research perspective, the variable self-esteem seems to be an important, central
variable in studies o f the phenomena accompanying the experiences of cancer clients. In
this study, self-esteem is viewed as a determinant of the outcome variable HRQL for long
term cancer survivors. Further discussion on QOL determinants and dimensions is included
in Chapter 2, Review of Related Literature.
Operational definition. Self-esteem for this study was operationally defined as the
scores on the Rosenberg Self-Esteem Scale (Rosenberg & Kaplan, 1982). This global
measure of self-esteem was developed to assess general feelings of self-acceptance and
self-respect. The use of this instrument encompassed the ideas of feelings (afreet) and selfassessment included in the conceptual definition chosen for this study.
Learned Resourcefulness
Cnncaptiial definition. Learned resourcefulness for this study is a cognitive-
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behavioral repertoire o f specific coping skills coupled with belief in one's ability to cope
effectively with adversity (Rosenbaum, 1990). The concept o f learned resourcefulness may
assist in understanding HRQL for the long-term cancer survivor. There are no studies to
date which specifically identify the influence of learned resourcefulness on HRQL in long
term cancer survivors.
Operational definition. Learned resourcefulness for this study was operationally
defined as scores on Rosenbaum's (1980) self-control schedule (SCS), a measure of
learned resourcefulness. The SCS is a self-report instrument directed at assessing
individual tendencies to apply self-control methods to the solution of behavioral problems.
The instrument measures enabling skill, one's perceived level o f ability to manage adversity.
Three dimensions of resourcefulness have consistently emerged in nursing and
related literature: self-control, self-direction and self-efficacy (Zauszniewski, 1995a,
1995b). The SCS was designed to measure four content areas: (a) use o f cognitions and
positive self-statements, (b) use of problem-solving strategies, (c) ability to postpone
immediate gratification o f needs, and (d) belief in one's coping effectiveness. Three of the
four content areas closely parallel the three conceptual dimensions o f resourcefulness
identified in the literature: the use o f cognition and self-instruction reflects self-control; the
application of problem-solving strategies reflects self-direction; and the belief in one's
coping effectiveness represents self-efficacy (Zauszniewski, 1995a).
Social Support
Conceptual definition. Social support is defined as the provision o f nurturing
interpersonal transactions that involve the expression of positive affect, the affirmation or
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endorsement of the person’s beliefs or values, and/or the provision o f aid or assistance
(Kahn & Antonucci, 1980; Norbeck, 1981). Many researchers o f the concept social
support have not defined it explicitly. However, a reasonable consensus exists regarding
the concepts’ essential components (Lugton, 1997; Blanchard et al., 1995). For this study,
social support was defined using the work o f Norbeck, Lindsey, and Carrieri (1983) who
identified three major components o f support: functional aspects (affect, affirmation, and
aid), network (number of people, duration and frequency o f contact), and loss (number of
people and perceived amount o f support lost).
Social support has both subjective and functional components. Subjectively, social
support is the information that a person acquires which leads him/her to feel loved, valued,
and cared for (Cobb, 1976). Affect, affirmation, and aid are the functional components of
social support (Kahn & Antonucci 1980). Affect refers to positive interpersonal
transactions; affirmation refers to the endorsement of the person's beliefs or values; and aid
is the provision of assistance to the individual. The concept o f convoy, an additional aspect
o f social support, refers to the mechanisms by which interpersonal relationships protect
people from the harmful effects o f stress (Kahn & Antonucci, 1980). It is the vehicle
through which social support is provided and is measured through three properties of the
social network: number of people in the network, the duration o f relationships, and the
frequency of contact with network members. A variable o f secondary interest in this
conceptualization o f social support is recent losses in the network as the individual's
convoy, or primary group providing support, changes over time.
Social support has come to be regarded as a central psychosocial factor positively
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influencing a variety o f outcomes, including physical health, mental well-being, and social
functioning. Although social support studies, taken as a whole, provide little insight into
the precise mechanisms through which social support may influence health outcomes, they
do suggest the presence o f a powerful variable (Wortman, 1984). Thus, the variable of
social support merits serious attention among investigators interested in facilitating positive
outcomes, such as increased HRQL, among cancer survivors.
Wortman's (1984) critique o f the literature related to social support and clients with
cancer suggested that, in selecting a definition o f social support for research on cancer,
investigators should attempt to be as specific and precise as possible, avoiding definitions
that are combinations of diverse assets or phenomena that might protect people, such as
self-esteem or locus o f control. The social support relevant to the person with cancer
facilitates dealing with the multiple uncertainties and fears created by the diagnosis and
treatment of cancer. There is an enhanced need for social support as the person with
cancer contends with anxieties about treatment, prognosis, pain, recurrence, physical
changes and cancer myths and stigma. This can, ironically, undermine social relationships,
one of the strongest potential resources for people with cancer.
Operational definition. Social support for this study was operationally defined as
scores on the Norbeck Social Support Questionnaire (NSSQ) (Norbeck et al., 1983) which
measures three major components o f social support: (a) functional aspects (affect,
affirmation, and aid); (b) network (number of people, duration and frequency of contact);
and (c) loss (number of people and perceived amount of support lost). This instrument,
which measures both subjective and functional components o f social support, is congruent
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with the theoretical definition o f social support chosen for the study.
Health-Related Quality o f Life
Conceptual definition. In general, HRQL refers to the positive or negative value
people place on the health aspects of their lives (Guyatt et al., 1997). HRQL is a personal
statement of the positive and negative life attributes o f a survivor o f a disease such as
cancer (Padilla, Ferrell, Grant, & Rhiner, 1990). For the cancer survivor, HRQL focuses
on that which makes life and survival valuable for the individual (Padilla et al., 1983).
HRQL includes personal well-being (physical, psychological, social and/or spiritual) in
areas important to the individual (Ferrans, 1990). Health-related quality o f life for survivors
has a temporal component and is viewed as multidimensional, dynamic, and personal.
Multidimensionality refers to the various aspects to be considered in the concept such as
physical, psychological, social, and spiritual well-being (Ferrell, 1995). HRQL is dynamic
and personal in that it evolves and changes according to experiences o f the individual.
Lastly, there is a temporal component to HRQL. For example, what is described as HRQL
by an individual at a given point in time will vary as a function o f passing through various
conditions and experiences such as cancer.
This study focuses on the more specific concept HRQL, as opposed to the more
general QOL concept. Since health care professionals, and nurses in particular, are
concerned with the health of individuals, they are most interested in the aspects of life
quality that are more directly related to health (such as physical comfort and psychological
well-being), rather than aspects such as quality o f the environment, finances or
employment. This differentiation is discussed further in Chapter 2, Review o f Related
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Literature.
Operational definition. HRQL for this study was operationally defined as scores on
Ferrans and Power's Quality o f Life Index-Cancer Version (1985). This instrument
measures both the importance o f and satisfaction with life in the physical, psychological,
sociological, and spiritual domains. Secondarily, HRQL was operationally defined as
scores on the Long-Term Cancer Survivor’s Quality of Life Inventory (LTCSQLI) (Pedro,
1995). At the time of the study there were no validated instruments which specifically
measured HRQL for the long-term cancer survivor. The investigator constructed a new
instrument specifically to measure the long-term cancer survivor’s HRQL: The Long-term
Cancer Survivor's Quality of Life Inventory (LTCSQLI) (Pedro, 1995). It was included
with the battery of data collection instruments used in this study.

Summary
This chapter highlighted the significance o f studying selected psychosocial factors
associated with HRQL for long-term cancer survivors. The conceptual framework for this
study is a combination of Mullen's (1985) seasons o f survival and the Ferrell et al. (1991)
Quality o f Life Model Applied to Cancer Survivors. An overview o f the independent
variables of self-esteem, learned resourcefulness and social support, and the dependent
variable HRQL was presented. A description o f the strength o f association and predictive
value of the study variables in relationship to HRQL is needed to increase the knowledge
base concerning HRQL for long-term cancer survivors. With this knowledge, nurses can
begin to assess and plan specific approaches to the care and support o f long-term cancer
survivors that will more effectively facilitate their successful living beyond cancer.
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Chapter 2
Review o f Related Literature
This chapter provides a review o f the literature beginning with an overview of the
experience of cancer and cancer survivorship followed by a review o f the literature relevant
to each o f the study variables. Theoretical and empirical literature regarding both the
independent variables (self-esteem, learned resourcefulness and social support) and
dependent variable (HRQL) is reviewed and critiqued. Since the body o f literature relevant
to cancer and each study variable is extremely vast, a representative, rather than exhaustive,
review o f the literature is presented. Selection criteria included: (a) theoretical and empirical
writing frequently cited in nursing, medical and psychosocial literature regarding each study
variable, (b) literature described and explored the study variables within the context of
HRQL as opposed to global QOL, and (c) literature focused on individual adults in
permanent survival rather than on their families or on survivors in the acute or extended
"seasons" of survival. Lastly, in the review the independent study variables were viewed as
determinants of HRQL (factors that affect HRQL) rather than as dimensions o f HRQL
(attributes of the construct itself).
In recent decades, professionals in the field of oncology nursing and related
disciplines have broadened their approach to include psychosocial, as well as physical,
factors involved in the experience o f cancer and HRQL (de Haes & Knippenberg, 1985;
Padilla & Grant, 1985). It is a widely accepted fact that the diagnosis o f cancer has far
22
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reaching and lasting effects on individual lives, including the quality o f those lives (Muzzin
et al., 1994; Thome, 1989; Shanfield, 1980). Mullen's (1985) "seasons o f survival"
paradigm, which identifies acute, extended, and permanent seasons, has been utilized by
investigators in oncology (Fredette, 1995; Wyatt et al., 1993) to describe the career of
cancer survivors. Survivorship in acute and extended seasons o f survival and the effect o f
variables associated with HRQL during these periods have been studied in both qualitative
and quantitative research (Belec, 1992; Evans et al., 1993; Ferrans, 1994; Richardson et al.,
1990; Rieker et al., 1989; Schag et al., 1994; Whedon & Ferrell, 1994). The influence of
cancer client variables such as self-esteem, learned resourcefulness and social support on
HRQL and acute and extended survivorship are reported in the cancer literature (Dirksen,
1989; Waxler-Morrison et al., 1991). Empirical study of the variables which influence
permanent survival and their relationship to HRQL in that season is needed.
The Cancer Experience
Cancer as a disease is filled with existential dilemmas, as well as dramatic subjective
components of illness, which influence HRQL. Nothing can change an individual’s major
concerns quite as dramatically or uniquely as the experience o f cancer (Anderson &
Lutgendorf 1997). Recent estimates o f the annual number of new cancer cases in the
United States (excluding carcinoma in situ o f any site and basal and squamous cell skin
cancers) have ranged from 1.4 million (1,359,150) in 1996 to 1.2 million (1,228,600) for
1998. The expected numbers o f cancer deaths in 1998 in the United States is 564,800, an
average o f between 1,000 and 2,000 per day (Landis, Murray, Bolden, & Wingo, 1998).
Although the incidence and prevalence o f cancer remain high, a favorable trend has been
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reported for the first time by the American Cancer Society’s Department o f Epidemiology
and Surveillance (Landis et al., 1998). A reduction in the total number o f new cancer cases,
declining cancer death rates, and improved 5-year survival rates for most cancers (with the
exception o f lung and bronchus) is reported. In addition, Surveillance, Epidemiology, and
End Results (SEER) data confirm a national decrease of 2.6% in the cancer death rate
between 1991 and 1995 —the first sustained decline since record-keeping began in the
1930's (Rosenthal, 1998).
Genetic engineering, diagnostic imaging, and new cancer therapies have allowed
health professionals to gain better control over the growth and spread o f cancer cells that
can result in death. As a result of longer survival periods, clinical concerns have expanded
to include, not only patients' physical well-being, but also their psychosocial needs
(Loescher, Welch-McCafirey, Leigh, Hoffinan, & Meyskens, 1989; Welch-McCaffrey,
Hoffman, Leigh, Loescher, & Meyskens, 1989). These needs have become important areas
o f focus for both research and clinical care. Femsler, Holcombe, and Pulliam's survey
(1984) and Smith and Stullenbarger's meta-analysis (1995) of oncology nursing research
cited the need for rigorous nursing research regarding the unique physical and psychosocial
needs o f cancer clients. These scientific advances and improved methods for cancer
screening, diagnosis, and treatment have enabled scientists to begin to challenge the idea of
cancer as a metaphor for death.
Cancer Survivorship
Muzzin et al. (1994, p. 1201) described the experience o f cancer as a "career" that
one "never really gets over". Additionally, anecdotal work written for lay persons and
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health professionals alike, by both lay and professional writers and survivors o f cancer,
describes the sense of tremendous lasting impact that accompanies the diagnosis o f cancer
and the experience of living with cancer (Nessim & Ellis, 1991; Seligman, 1996).
Studies reviewed illustrated the lasting effects o f cancer on QOL. One example is
Thome's (1989) phenomenological study o f fifteen volunteer informants in the "Life after
Cancer" project. The study was designed to explore and describe the experience o f adjusting
to life without cancer in an effort to understand this phenomenon to facilitate wellness in
cancer survivors. The ten female and five male participants in the convenience sample
ranged in age from thirty to seventy-four years, and averaged five years since diagnosis with
a variety o f types of cancer. They had all undergone medical treatment by surgery,
radiation, and/or chemotherapy.
Findings revealed that there were lasting physical, psychological and social
repercussions from cancer even in the post-treatment absence of disease. Participants spoke
o f experiencing periodic anxiety, especially when time for the annual check-up approached,
and wondering about recurrence or contracting a second cancer. They described lasting
social life changes, most often the loss of friends who feared cancer or who disapproved o f
the patient's management choices. Other types o f lasting repercussions mentioned were the
residual cosmetic and functional deficiencies resulting from cancer treatments. Although the
type and severity o f such lasting effects differed, none o f those interviewed was entirely free
o f them. These “cured” cancer patients described a subjective sense o f cure that was
uniquely defined. These survivors believed that their own approaches and attitudes, as well
as those o f their professional and personal health care resources, determined their QOL after
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cancer.
The researchers concluded from the findings that: (a) wellness is not an automatic
sequel to being cured o f cancer, (b) active involvement and personal control are central to
QOL in all stages o f survivorship, and (c) health care providers have an important role in
facilitating survivorship. In addition, the study findings supported the argument that health
care professionals can be more effective if they modify their anti-cancer imagery and
attitudes. Lastly, the accounts from survivors indicated that they believe health care
providers have some responsibility for the QOL patients experience during and after cancer.
The validity of these qualitative findings is limited by the sampling method. This
sample of volunteer informants recruited through word o f mouth may not be representative
o f all long-term cancer survivors. On the other hand, the process of simultaneous data
collection and analysis provided continuous affirmation, revision or deletion o f assumptions.
Interrelationships between themes were subjected to ongoing validation by the informants.
This ensured that abstractions remained grounded in the data.
Another descriptive study illustrating the lasting effects of cancer (Polinsky, 1994)
included a purposive sample o f223 breast cancer survivors who were Reach to Recovery
volunteers and 16 months to 32 years beyond their original surgery for breast cancer. Selfreport questionnaire booklets were used for data collection and included a demographic
profile, general functional assessment using the profile o f mood states and the 200-item
Short Form Health Survey from the RAND corporation’s Medical Outcomes Study, and an
author-generated instrument, the Breast Cancer-Specific Measure adapted from the Cancer
Rehabilitation Evaluation System.
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The findings document the chronic nature and ongoing impact of the illness,
including continued physical symptoms (such as pain and numbness), continued thoughts
about the possibility of recurrence, insecurity about medical follow-up, and the willingness
or unwillingness o f others to discuss cancer and its long-term effects. Although the general
measures o f functioning indicated high levels o f physical, psychological, and social
functioning in breast cancer survivors, the findings specific to breast cancer diagnosis and
treatment indicated multiple problems and concerns. Polinsky (1994) concluded that,
although breast cancer survivors do well in general, long-term survivorship involves many
physical, psychological, and social effects and that normalization of commonly occurring
effects could greatly enhance the QOL of a breast cancer survivor who needs to know she is
not alone.
Limitations of the study included that the sample consisted of a special group of
breast cancer survivors who were more knowledgeable than the average woman as a result
of their training by the American Cancer Society as role models for newly-diagnosed breast
cancer patients. Therefore, the results are not generalizable to breast cancer survivors
without this special training.
Guillory’s (1992) study sought to answer the question, What comprises
survivorship?, by testing a theoretical causal model that postulated cancer survivorship as a
function of selected age, marital status, life satisfaction (quality o f life, social support, self
concept, and spirituality), and physiological status (immune status, stage of disease, and
treatment modality). A non-experimental research design with structural equation modeling
and latent variables was used with a purposive sample o f 135 women diagnosed with breast
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cancer. The study utilized the following valid and reliable measures: Ferran’s Quality of Life
Index - Cancer Version, Brandt and Weinert’s PRQ-85, Rosenberg’s Self-Esteem Scale,
Reed’s Spiritual Perspective Scale, and Dow’s Adaptation After Cancer Profile.
The main findings from the study revealed life satisfaction to be the only latent
variable to merge, or overlap, with other variables, and that further study was needed to
construct and test the theoretical model underlying survivorship. Other findings indicated
that: (a) social support, and not quality of life, contributed most to variance in the life
satisfaction score, (b) uncertainty over the future was a major factor o f survivorship, (c)
social support was an enhancer o f mastery over cancer, and (d) there were no differences in
the IgM levels between women diagnosed less than five years versus those diagnosed over
five years ago. Limitations of the study included a probable sample bias towards African
American women with breast cancer who were socioeconomically disadvantaged and the
use o f instruments found to be somewhat culturally insensitive (Guillory, 1992).
A review o f the literature addressing the needs o f survivors indicated that they have
a multitude of unique and unmet needs (Gambosi & Ulreich, 1990; Rose, 1989). Stalker,
Johnson, and Cimma (1989) conducted a needs assessment telephone interview survey for
the development o f a support program for cancer survivors among 200 former cancer
patients who had completed treatment at a cancer center. Data were collected using a
Likert-type scale on which subjects indicated their degree o f concern about 12 aspects o f
life, including job or work situation, changes in relationships with family, changes in
relationships with friends, finances, general physical health, general frame of mind,
appearance, health or life insurance status, personal or intimate physical relations, ability to
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have children, ability to discuss past illness with friends, colleagues and family, and planning
for the future.
Statistical analysis compared concerns o f individuals who had completed treatment
within the previous 24 months with concerns o f those who had completed it more than 24
months earlier. No significant differences were found between the two groups (p<05)
regarding the degree o f their concerns. Respondents in the group that had completed
treatment more than 24 months before the survey indicated that their concerns had failed to
diminish. In fact, in some areas their concerns had increased.
Stalker et al. (1989) reported that sixty-seven percent o f the survivors had received
some kind o f support or information that had helped them to return to normal life after
treatment. Resources used included family, friends, hospital physician, hospital nurse,
patient's own physician, hospital social worker, other hospital staff, group services from
agencies, and community-based organizations. However, almost one third (32%) of the
sample indicated they had received no help or information from any source. The results of
the study indicated that former patients desire and need additional services and that their
projected use o f such services was high. However, respondents’ predictions of use would
not necessarily match actual use.
The results o f the study cannot be generalized beyond the study sample who were
primarily married, employed individuals between the ages o f 40 and 60. The study did not
compare the sample with the general population, yet provided a comparison of concern for
each potential problem area. Studies such as this support the need to study comprehensively
the unique needs o f the long-term cancer survivor, as well as the type o f resources which are

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.

Survivors HRQL 30
most useful in meeting their unique needs at different stages o f survivorship.
The cancer survivorship studies cited above all had different research questions.
Their findings all indicate that multiple factors are associated with survivorship. The
findings of each of these studies also indicate that survivorship is unique for each individual
and that care must be taken when generalizing results to groups of survivors who differ in
relation to cancer she, age, gender, ethnicity and stage of survival.
No concept analysis for survivorship or survival, which are necessary for the
delineation of a theory o f survival, was found in the theoretical literature. A dilemma facing
researchers who are interested in studying cancer survivors is the way terms such as
survivor, survivorship and related concepts and constructs are defined. Early survivor
studies dealt with the concept o f survivor as victim (as in survivor o f stroke) as compared to
the concept of survivor as victor in later studies. There seems to be difficulty in
conceptualizing a clear and more positive definition for cancer survivorship. Thus, the
literature is more helpful in defining associated concepts such as resilience (Wagnild &
Young, 1993), hardiness (Pollock, 1986; 1989), rehabilitation (Watson, 1992) and quality o f
life (Aaronson, 1988; Padilla & Grant, 1985). Despite this lack o f clarity, the literature
challenges researchers to apply what is known about these concepts and the process o f
survival in the acute and extended seasons to the care of the growing population of
survivors in the permanent season of survival.
Cancer and Self-Esteem
The term "self-esteem” is frequently used interchangeably with "self-concept" in the
literature. It is important to be aware o f the differences in meaning that exist between these
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two concepts. George (1980) differentiated between them by describing self-concept as the
cognitive aspect o f self-perception, that is, what one thinks about oneself in an objective
fashion, or “how I see myself.” In contrast, self-esteem refers to the affect associated with
cognitive self-assessment, or "How I feel about how I see myself1. Within the context of
QOL, the concept self-esteem seems more predominant. Perhaps this is related to the
emotional nature o f self-esteem which is conceptually congruent with QOL, a personal or
subjective statement o f the attributes o f one’s life.
Research data indicate that self-esteem is dynamic and serves as a mediator in the
process of adjustment to cancer via affirmation from either family, friends or health care
providers (Polinsky, 1994; Thome, 1989). Wills (1985) further documented that
interpersonal relationships serve a supportive function by strengthening a person's self
esteem through the experience o f feeling accepted and valued by significant others. The
following sampling of self-esteem studies provide a background for the inclusion of this
important variable in the present study of long-term cancer survivors.
The purpose o f a study by Dirksen (1989) was to test and expand a theoretical
model which predicts subjective well-being, specifically the influence o f locus of control,
social support, and self-esteem on well-being in individuals diagnosed with cancer. The
independent variables locus o f control (internal, external, chance and powerful others),
social support, and self-esteem were causally ordered in a theoretical model with well-being
as the dependent variable. Data from self-administered questionnaires were collected from a
convenience sample o f 75 primarily male, Caucasian, married and well-educated subjects
diagnosed with malignant melanoma. Months since diagnosis ranged from under 12 to over
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108 months. The mean age o f the subjects was 55.2 years with a range o f 25 to 83 years.
The subjects spoke and wrote English. Valid and reliable study instruments included: the
Cancer Health Locus of Control Scale, the Norbeck Social Support Questionnaire, the SelfEsteem Inventory, and the Index o f Well-Being. Findings on mean scores revealed that a
moderately high level of internal locus o f control and self-esteem, a low level of social
support and a high level o f well-being were reported by this sample. Self-esteem was found
to have a significant positive relationship with well-being. In addition, social support was
found to be a significant predictor o f the level of self-esteem in the study population.
Stepwise multiple regression analysis and graphic residual analysis, a type of exploratory
data analysis, were used to ascertain any violation of causal and statistical model
assumptions.
The study findings supported prior research in which self-esteem was found to be an
important determinant of subjective well-being (Dirksen, 1989). The lack of a significant
relationship between social support and well-being were explained by the researcher using
averages of NSSQ scores. This strategy was intended to avoid problems in
multicollinearity, yet it may not have been completely resolved the problem. The lack of
support for the predicted relationships between internal locus o f control and self-esteem or
well-being were attributed, in part, to inability of the Cancer Health Locus o f Control scale
to tap the full domain o f internal control for this sample o f cancer survivors.
Dirksen (1990) proposed further research on: (a) specific additional model variables
to explain the remaining variance in well-being using a larger sample with different cancer
diagnoses to reduce the risk o f a Type II error, and (b) the missing variable(s) influencing
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self-esteem, particularly since it has such a significant impact on well-being.
The study’s strength lies in the fit between the conceptual framework and the chosen
study design. The small convenience sample limits the generalizability o f the findings. Since
the sample was primarily male, married, Caucasian, and well educated, the findings are not
generalizable to melanoma patients who are female, unmarried, o f different ethnic
backgrounds, and/or less educated.
As part of a larger study on quality o f life, Tempelarr et al. (1989) set out to find
answers to the following research questions: (a) what are the positive and negative
experiences o f cancer patients in their social interactions in comparison to the experiences of
the ‘normal population’?, and (b) can the prevalence o f positive and negative social
experiences among cancer patients be predicted on the basis of sociodemographic factors,
medical factors, the possibility of continuing role activities, and personality characteristics?
The investigators compared the positive and negative social interaction experiences of 109
cancer surgery patients and 108 chemotherapy patients from the Netherlands to those o f a
"normal" control group without cancer (n=200).
Participants were approached by their physicians once they had begun treatment. A
questionnaire, cover letter and return postage envelope was sent to each participant. The
control group was randomly selected from the telephone directories for the same residential
areas as those of the patients. Ages o f participants ranged from 16 to 86 years. To measure
the dependent variables o f positive and negative social experiences, a tool was constructed
by the investigators to measure negative experiences and an existing tool measuring positive
experiences was adapted and expanded. Sociodemographic and medical factors were
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collected from patient records. Role activities were taken from a validated Dutch ADL
(Activities o f Daily Living) list. Personality characteristics (neuroticism and self-esteem)
were measured by a subscale from the Dutch Personality Questionnaire and Rosenberg’s
self-esteem scale respectively (Tempelaar et al., 1989).
Using the Students’ t-test to compare mean scores on the positive and negative
experience-scale revealed that the patients undergoing surgical treatment for cancer had
more positive and fewer negative social experiences than the controls. The same was true
for chemotherapy patients, with the exception of scores on positive item 5 which indicated
that they experienced having received the same amount o f useful information as the control
group. Correlations of positive and negative experiences with sociodemographic variables
revealed that for the surgical treatment patients: (a) age and sex were related to positive and
negative experiences, (b) older patients had fewer positive and negative social experiences
than younger patients, and (c) women reported more positive and more negative
experiences than men. Results from an analysis o f variance and multiple comparison using
the Scheffe test revealed that the worse an individual’s medical condition, the more help and
support the individual perceived to be available. Personality characteristics, particularly self
esteem and neuroticism, were found to be significantly related to the positive and negative
outcomes of social interaction. Positive social experiences were associated with a greater
feeling o f self-esteem, and negative social experiences with neuroticism or low levels of
self-esteem (Tempelaar et al., 1989).
A study limitation was the variation in sociodemographics (age and gender) between
the study and control groups. Thus, one cannot explain the differences in positive and
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negative social experiences by differences in age and gender. The study design was
appropriate for the research questions and the sample size was adequate. Validity and
reliability data for the study instruments were not provided, which limits the ability to
interpret the findings.
Heidrich and Ward (1992) took a different approach to the study o f self-esteem by
proposing that people may adjust to their illness through a redefinition o f the ideal self
which, in turn, enhances self-esteem. The sample for their descriptive study consisted o f
older women ranging in age from 66-93 years. These community-dwelling elderly women
had participated in a prior study and were recruited through various religious, civic and
social organizations. They were mostly widowed, retired and lived alone. The seventeen
women with cancer were compared with a randomly selected group o f women without
cancer (n=30). The women with cancer were more educated and slightly better off
financially than elderly women in the comparison group. This was possibly due to the
specific type o f women at community, church, and civic organizations from which they were
recruited. The women completed survey materials that were distributed at these meetings at
home and returned them to the researchers in prepaid envelopes. A multivariate analysis o f
variance compared the 2 groups of women on health variables (mean scores on the Older
Americans Research Services - Schedule o f Illnesses), self concept (mean scores on the
actual, ideal, and self-discrepancy scales), psychological distress (mean scores on Center for
Epidemiological Studies-Depression Scale) and well-being (mean scores on Neugarten’s
Life Satisfaction Index-A).
Secondary analysis of data compared the study group and the comparison group on
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measures o f psychological distress and well-being, actual self, ideal self and the discrepancy
between actual and ideal selves. The women with cancer scored significantly lower
(F=3.13, p <0.05) than the comparison group only on ideal self-ratings. The proposed
explanation for the difference was that women with cancer adjust positively as a result of
their ability to lower their ideal-self expectations, thus reducing discrepancies regarding the
self that can result in psychological distress. The use o f two comparison groups o f women
and statistical analyses performed were appropriate for the conceptual model outlined for
this study. The unusually high response rate (93%) may be related to the monetary
incentive offered to the participants ($10 to the participants, or the organization o f their
choice). Heidrich and Ward (1992) proposed using larger samples, longitudinal study
designs, and focusing on other disease experiences to strengthen further research in this
area.
The findings in this sampling of self-esteem studies support the importance of the
role of self-esteem in the cancer experience, as well as the value of its continued study. This
complex, dynamic concept has been examined using different approaches. It has been
examined both as an independent variable (Dirksen, 1990) and as a dependent variable
(Heidrich & Ward, 1992). Self-esteem is reported to be a mediator in the process of
adjusting to cancer (Polinsky, 1994). This review provides support for further study of this
variable as it applies to the experience o f cancer in general and its inclusion as an
independent variable in the current HRQL study with long-term cancer survivors.
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Cancer and Learned Resourcefulness
Learned resourcefulness is a personal characteristic acquired through interactions
with others and demonstrated in one's abilities to independently manage daily activities
(Rosenbaum, 1990). It’s utility may include the promotion o f adaptive, healthy lifestyles
(Zauszniewski, 1995a).
The experience o f cancer not only takes a toll on an individual physically, but also
psychologically and emotionally. Anecdotal reports from individuals with cancer often
include a description of the powerful effect the disease has on their psyches, which then
leads them to try and make sense o f the experience via multiple cognitive strategies.
Therefore, learned resourcefulness is a concept that may have relevance in the exploration o f
the human experience of cancer survivors.
Cowan, Graham, and Cochrane (1992) hypothesized that cognitive adaptation (a
skill encompassed within learned resourcefulness) is directly related to perceived quality of
life. The concept has received increasing attention in the theoretical literature
(Zauszniewski, 1995b; Mishel, 1990) and has been included as a variable in a number o f
nursing studies focused on clients with chronic illnesses (Braden, 1990; Braden et al., 1993;
Hinds, 1990; White, Tata, & Bums, 1996). However, studies exploring this variable’s
influence on life quality —and, more specifically, the life quality o f cancer survivors —are
limited. The following section includes a review o f the studies of learned resourcefulness
which provided a background for the inclusion of this variable in the current study.
Hinds (1990) conducted a retrospective cross-sectional study which included the
variable learned resourcefulness, among 6 others, in a QOL study o f patients with lung
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cancer. The study’s main purpose was to determine whether relationships existed between
patients' preferences for illness-related information, their satisfaction with family functioning,
their level of learned resourcefulness, and their reported QOL.
The sample consisted o f 87 patients with lung cancer who ranged in age from 38-82
years. The majority were high school- educated, married males (72% males, 28% female).
Length of time since diagnosis ranged from less than 3 months to more than 24 months.
Information about stages o f diagnosis and types of treatment was not available in the report.
Data were collected using self-administered structured questionnaires. The specific
instruments used to measure the study variables were not described in the report.
Stepwise multiple regression analysis revealed 30% o f the variance in QOL for this
population to be explained, in decreasing order of magnitude, by prognosis (R2 = 0.07),
surgery (R2 = 0.07), current radiotherapy (R2 = 0.04), performance status (R ^.C D ), selfcontrol skills (learned resourcefulness) (R2 = 0.03), the amount o f information patients
preferred (R2 = 0.03), and the patients’ age-group (R2 = 0.03). Learned resourcefulness was
found to contribute only 3% o f the variance in QOL explained by the combination of 7
predictor variables in this population of lung cancer clients. Hinds (1990) concluded that:
(a) since no single factor contributed a substantial amount o f the variance in this sample,
individuals differed in their perception o f the importance o f these factors on their QOL, and
(b) QOL is subjective, dynamic and depends on the circumstances an individual faces. The
research report did not relate the findings to those reported in published studies with similar
variables, which limits the context in which to interpret the findings. Description of the
specific instruments used in this study and data concerning their validity and reliability were
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not reported. The findings can only be generalized to similar samples (i.e., primarily married
males with lung cancer). However, the results are a step towards the identification of
factors which influence well-being and QOL for lung cancer patients.
Braden (1990) also conducted a study o f the relationship between learned
resourcefulness and life quality. This study was the second test o f Braden’s Self-Help
Model and was implemented to gain understanding o f the essential dynamics o f the learned
response to the chronic illness experience. This five-stage Self-Help Model includes a
description of factors that decrease self-help and life quality and factors that increase
learning a self-help response that leads to an increased life quality. The model recognizes
that individuals need to use a repertoire o f enabling skills to meet both the situational and
cognitive challenges o f an illness. The model is parallel to Rosenbaum’s (1990)
conceptualization of learned resourcefulness which describes enabling skills as a mediator
between the direct interference o f disruptive forces and learning a self-help response that
contributes to increased QOL.
The convenience sample consisted of 396 adults, diagnosed with rheumatoid arthritis
(43%) or arthritis-related conditions (57%). The ages of subjects ranged from 18 to 88
years (x = 57 years) Eighty-six percent o f the sample were women. Most subjects were
married (59%), white (85%), college educated (58%), had attended some type of self-help
class within the past 3 years (58%), and had an average household income o f $20,000. The
mean number of years ill was 15 years.
A correlation matrix o f model variables was used in the multiple regression equation
to answer the research questions. The following independent variables were included in this
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model: disease characteristics, background inputs, monitoring, severity o f illness,
dependency, uncertainty, enabling skill, and self-help. The dependent variable was life
quality. Subjects completed the mail-back Self-Help in Chronic Illness Questionnaire which
contained randomly ordered items from seven scales. The seven scales and the variable each
measured were as follows: the Krantz Health Opinion Survey Information Subscale
measured monitoring, the Disease Course Graphic Scale measured severity o f illness, the
Reliance Scale measured dependency, the Mishel Uncertainty in Illness Scale measured
uncertainty, Rosenbaum's Self-Control Schedule measured enabling skill, the Inventory of
Adult Role Behavior measured self-help and the Index of Well-Being measured life quality.
All instruments were scaled according to a visual analog response format. Detail including
instrument author, number o f items, instrument scoring, conceptual definition for each
variable, adequate standardized item Cronbach’s alpha and omega values for the study
sample were included in the report. A causal modeling approach was used to test each stage
of the Self-Help Model.
Findings revealed that enabling skills were the strongest predictor o f self-help by
minimizing the influence o f uncertainty and dependency on self-help. Findings also revealed
self-help to be a strong predictor o f life quality (R2 = .47) (Braden, 1990). Braden
concluded that the findings support interventions that enhance enabling skills, increase selfhelp, and reduce dependency and uncertainty; and that this will subsequently result in
increased life quality.
A major strength o f this study is the clearly developed and described theoretical
framework from which the research questions and causal modeling approach were
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constructed. Study instruments were appropriate (with adequate validity and reliability data
reported) for the variables included in the model. Characteristics o f the sample limit
generalization of the study findings to similar groups o f primarily college educated, married,
white women with arthritis or arthritis-related conditions.
The review o f research studies on learned resourcefulness in cancer and chronic
illness documents the ability o f individuals to help themselves when faced with situations
that impinge on QOL. In general, the study findings support learned resourcefulness as a
significant variable in explaining QOL and lend support to the inclusion o f this variable in
the current HRQL study.
Cancer and Social Support
Historically, cancer has assumed symbolic aspects that make it, at least theoretically,
a social phenomenon (Veronesi & Martino, 1978). It is a disease that often affects people in
age groups that are most socially productive. It is also the product o f a society unable to
control carcinogenic substances in the environment, as well as the interaction of
environmental factors, lifestyle, and heredity. An additional aspect that gives cancer its
social definition is the belief that it is a painful disease which leads to social isolation and
death. It has become a symbol of terror and torture that has both physiological and
psychological consequences.
Since cancer has become identified as a social phenomenon, some aspects o f the
cancer experience can be addressed by utilizing social resources. For example, the National
Coalition for Cancer Survivorship and survivors o f other life-threatening health problems
has found that individuals who have successfully survived the trauma o f cancer or similar
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losses constitute a psychosocial resource for other survivors o f life threatening health
problems like cancer (Card, 1993). Further, in an examination of connections between social
ties, health status, and death, Berardo (198S) discussed research which provided strong
evidence for the life-enhancing properties o f social relationships and networks.
According to social exchange theory, social support provides the individual with
needed resources o f love, information, worth, tangible aid, and companionship through
interpersonal transactions. Social support is also viewed as acting to protect or buffer
people from the psychological stress o f daily life and life-threatening illness. Regular social
interaction increases access to useful community resources, as well as having a pervasive
positive effect on mood, emotional states, self-esteem and self-acceptance (Wills, 1985).
The literature on social support is vast and indicates that it is a complex concept.
The oncology literature alone is rich in the continued study of this important variable in the
cancer experience. Blanchard et al. (1995) and Krishnasamy (1996) both provide
comprehensive reviews o f social support in adaptation and adjustment to cancer and
survival. An in-depth review of the social support literature is beyond the scope o f this
dissertation. Thus the primary aim o f the sampling o f empirical studies that follows is to
highlight the significant role of social support in cancer survivorship.
Ell et al. (1992) reported on a prospective examination of the relationship between
two social relationship indicators (material status and social integration) and one social
support indicator (perceived adequacy o f emotional support from close ties) and survival
following diagnosis o f breast, colorectal, or lung cancer. Data were obtained from a
sequential sample o f 369 patients from the cancer registries o f 23 hospitals affiliated with the
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Cancer Management Network o f the University of Southern California’s comprehensive
Cancer Center. Structured interviews were conducted in patients’ homes by experienced,
graduate-level social workers. Valid and reliable instruments included the following:
Duncan’s Socioeconomic Index, the Role-Limitation Measure used in the Rand Health
Insurance Study, the AVSI and AD AT scales from the Interview Schedule for Social
Interaction, and the Mental Health Inventory developed for the Rand Health Insurance
Study. Univariate and stepwise multivariate analyses were conducted using the Cox
proportional hazards model. To control for effects o f cancer site and stage, the analyses
were conducted separately for each cancer site (breast, colorectal and lung) and for those
with localized versus non-localized cancers.
Findings provided evidence to suggest a positive relationship between social support
and survival, although social support was not found to be the sole or primary mechanism.
Stepwise multivariate analyses were conducted by cancer site to identify which o f the
following factors were independently predictive o f survival: stage o f illness, role limitations,
adequacy o f emotional support, availability o f social integration, marital status, and
psychological distress. The multivariate models which emerged differed by cancer site.
Marital status was the only significant risk factor and emotional support the only significant
protective factor predicting survival for patients with breast cancer. For patients with
colorectal or lung cancer, stage of illness and role limitations were the only significant risk
factors predicting survival. The models which emerged in the analysis by cancer stage also
differed. Role limitations and adequacy o f emotional support were significant predictors o f
survival for patients with localized cancer. In patients with more advanced disease, stage of
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illness was a significant predictor of survival. The multivariate regression models also
suggested that emotional support from primary network members is protective with respect
to survival during earlier stages o f disease and among women with breast cancer. No such
effect was found at more advanced stages o f illness or among lung or colorectal cancer
survivors.
The investigators concluded that the relationship among these variables may operate
differently depending on cancer site and extent o f disease. Although findings indicate that
social relations and social support are strong, positive predictors o f survival in relation to
different cancer sites and extent o f established disease, the study did not examine the
interactional processes o f social support following a new diagnosis. Thus caution must be
taken not to extrapolate the findings to patients with a new diagnosis of cancer. Study
instruments were appropriate (with adequate validity and reliability data reported) for the
study variables. Sample size was adequate for the statistical tests used. Results included
comparisons between sample characteristics o f patients who were survivors and those who
were deceased. This was helpful in determining any bias in sampling. Characteristics o f the
sample limit the study findings to similar groups o f primarily female, married, Caucasian
women with breast cancer.
A qualitative study o f 47 breast cancer patients by Lugton (1997) sought to answer
the questions “What is the essence o f social support?” and “Why does it promote well
being in recipients?” Twenty-nine women attending a breast unit clinic were interviewed in
the clinic. Eighteen more patients were interviewed at home. Twelve open-ended questions
were used to explore their anxieties and sources o f support. Following this, their
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perceptions o f the nature and value o f the support that volunteer health visitors provide at
various stages of the disease were explored. Grounded theory methodology and social
contact analysis were used to enhance the knowledge gained from interviews. Each patient
also drew her social network, placing herself at the center and including all people with
whom she had had contact since diagnosis. She then described supportive and nonsupportive ways in which her social network had reacted to the illness.
In addition to the social contact analysis, discourse analysis was employed to analyze
patients’ statements about social support. Respondents reported facing six threats to their
identities associated with the breast cancer experience (uncertainty/mortality, threats to a
healthy identity, threats to autonomy/independence, isolation/stigma, threats to sexuality,
and threats to normal relationships) and perceived social support to be actions/attitudes
from formal or informal sources which maintained or assisted changes to their established
identities. Data provided evidence concerning how others can enhance or undermine these
identities and the vital role o f informal support in maintaining identity as a means o f coping
with breast cancer (Lugton, 1997). Lugton concluded that the findings support the
promotion, maintenance and creation o f effective informal support strategies to enable
breast cancer patients to pass through the critical phases o f cancer with greater selfacceptance.
The strength o f this qualitative study is reflected in the mechanisms used to increase
the reliability and accuracy o f findings. For example, two or three interviews were
conducted with a follow-up interview a year after the first contact with respondents.
Network diagrams increased the reliability of the interviews by providing an opportunity for
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patients to confirm or refute what they had said during interviews. Generalization of the
study findings, however, is limited to women with breast cancer who attend breast clinics.
Social support has also been found to contribute to self-esteem. Dirksen (1989)
used a nonexperimental, correlational design with a causal modeling approach to investigate
the relationship o f variables, including social support and self-esteem, to the well-being of
survivors of malignant melanoma. The sample consisted of 31 Caucasian malignant
melanoma survivors who had a mean age o f 55.2 years (range 25-83 years). Twelve were
male (38.7%) and 19 were female (61%). Sixty-eight percent (n = 21) were married. The
gross family income o f the majority was between $30,000 and $39,000 with income levels
ranging from below $10,000 (n = 2) to above $60,000 (n = 10). Most o f the subjects were
either employed full-time (n=14, 45%) or were retired (n = 13, 42%). Thirty-nine percent
(n = 14) of the sample had a college education, with 23% (n = 10) having a graduate or
professional degree.
Multiple regression analysis was used to test the strength o f the predicted
relationships in the conceptual framework for the major study variables. Path analysis used
to analyze the relationships among internal locus o f control, social support, and self-esteem
revealed that: (a) internal locus of control did not have a statistically significant effect on
self-esteem, (b) social support had a direct positive effect on self-esteem (P = 0.42; ps
0.03), and (c) social support accounted for 11% of the explained variance in self-esteem.
Path analysis was used to examine well-being in relationship to internal locus of
control, social support and self-esteem revealed. Statistical analysis revealed that: (a)
internal locus o f control (P = 0.31, ps 0.02) and self-esteem (P = 0.31, p^ 0.02) both had a
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significant effect on well being; (b) the predicted relationship between social support and
well-being was not significant; (c) the exogenous variables, that is, number o f chronic
illnesses and treatment with immunotherapy and Vitamin A, were significantly related to
well-being; and (d) 52% o f the variance in well-being was explained by the four separate
variables; internal locus of control

(0 = 0.48, ps

0.05), self-esteem (0 = 0.31, ps 0.05),

chronic illnesses(0= -0.46, p i 0.05), and treatment (immunotherapy and vitamin A) (0=
0.40, p i 0.05).
Based on the study findings, Dirksen (1989) concluded that feelings of self-esteem
are positively influenced by the degree o f perceived support from significant others. Thus,
nursing interventions such as support groups for cancer survivors can be proposed for
inclusion in long-term, rehabilitative nursing care for the growing cancer survivor
population.
Strengths o f the study included a comprehensive conceptual framework from which
to estimate each linkage between variables in the causal modeling approach. Valid and
reliable instruments were used to measure each study variable. Four o f the sue scales met
the minimum reliability criterion value o f 0.70 for the study. Data from the two scales that
did not have adequate estimates o f reliability for this sample were deleted (Dirksen, 1989).
Generalizability o f findings is limited to groups with characteristics similar to the sample:
primarily Caucasian, college educated, married malignant melanoma patients.
The empirical studies reviewed in this section regarding social support and cancer
illustrate its vital role in cancer survival (Ell et al., 1992), in maintaining identity as a means
of coping (Lugton, 1997), and in contributing significantly to self-esteem and, thus, well
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being (Dirksen (1989). These studies encourage further research to enhance understanding
o f social support as a key variable in the cancer experience.
Cancer Survivorship and Health-Related Quality o f Life
Professionals in the field o f oncology have begun to recognize the need for studies
focusing on survivorship. The immediate impact o f adjusting to the diagnosis of cancer is
well documented, unlike the long-term psychosocial adjustments required o f survivors
(Carter, 1989). Therefore, greater attention is now being given to HRQL as an outcome
variable for cancer survival (Padilla et al., 1990). Health-related quality o f life for the cancer
survivor has been broadened to include, not only the extension o f life, but the client's
perceptions of the quality o f survival at each stage o f the experience (Holland, 1992;
Morrow, Lindke, & Black, 1992; Padilla, Grant, & Ferrell, 1992). Within the last two
decades there has been a growing consensus among health care providers in oncology that
the effectiveness o f clinical trials must encompass the assessment o f both quality and length
of survival. This is especially true as new treatments are available that significantly lengthen
survival. With increased survival comes the opportunity to expand our knowledge about the
effects of cancer on QOL (King et al., 1997).
The HRQL literature is presented here in the context o f the survivor of cancer.
Since the literature related to quality of life is vast, a selected slice o f the literature is
explored as it relates to the research questions for this study. The vastness o f the HRQL
literature is related to the dynamic nature o f life and the considerable variety of ways in
which life is viewed and people choose to find meaning and purpose in life (Phillips, 199S).
The importance of studying QOL as related to cancer survivorship is reflected in the
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number of studies that have been done (Aaronson, 1988; Celia, 1994; de Haes & van
Kippenberg, 1985; Ferrell, 1996; King et al., 1997).
Two related terms, overall quality of life (QOL) and health-related quality of life
(HRQL), are used in the literature. From a general perspective, QOL refers to the
subjective judgment of the individual about his/her happiness, life satisfaction, and sense o f
well-being. This definition o f QOL is commonly used in sociological research. Overall,
QOL may include consideration o f illness or health-related factors, as well as nonmedical
factors such as employment and social status. HRQL, on the other hand, focuses on those
aspects of life upon which the health care system can have a direct impact (Aaronson,
1988). Gill and Feinstein (1994) underscore the importance o f this distinction to avoid
either overestimating the impact o f HRQL factors or undervaluing the effect o f non-medical
factors. This clarification o f definition also has implications for measurement and evaluation
of the concept of HRQL in this study. Since health care professionals are responsible for
assisting a client with the health-related aspects o f their lives, the specificity of the term
HRQL provides a more focused approach to the study of the QOL concept by health care
researchers. Although happiness and life satisfaction in the context o f overall QOL are
worthwhile goals, they seem to be beyond the scope o f practice in the healing arts
(Aaronson, 1988). One might view HRQL as one component o f overall QOL; the
component related to the sense o f well-being.
As the focus on QOL (and more specifically on HRQL) has evolved, authors and
researchers have struggled with its definition because o f the complexity o f the concept.
Authors generally agree that, for cancer clients, the HRQL concept is multidimensional,
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subjective, temporal, and relates to a state o f physical, psychological, and social well-being,
not merely absence of disease (Celia, 1994; Ferrans, 1990; Schipper, 1990, King et al.,
1997). The construct is usually described as being composed of four domains: functional
status, disease-related and treatment-related symptoms, psychological functioning and social
functioning (Aaronson, 1988). More recently, the spiritual domain as been included in
frameworks of HRQL studies (Ferrell, 1995; King et al., 1997).
A review of instruments commonly used in assessing HRQL in cancer patients
supports the use of disease-specific (in this study, cancer-specific) measures over global
measures. This provides for a more accurate description o f patients' experiences with
cancer and its treatment (Aaronson, 1991; Celia & Tulsky, 1990). In addition, global or
unidimensional measures may not fully capture the status of the individual’s perceptions of
HRQL. The multidimensional nature o f HRQL makes it important to identify the
dimensions most relevant to a particular patient population - in this study, the long-term
cancer survivor.
Gill and Feinstein (1994) recommended the following guidelines for the assessment
of QOL instruments. Because QOL is intrinsically a patient attribute, the best source for
items is the self-report (both spontaneous and requested) from cancer patients regarding
their experiences. In addition to responses to forced-choice items, it has also become
standard practice to give respondents the opportunity to respond to an open-ended question,
such as, What additional information would you like to share regarding your quality o f life?
(King et al., 1997). Weighting o f items or rating the importance o f an item to QOL is
argued to be just as important as the occurrence o f the hem. This provides information
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regarding the significance to the respondent o f various aspects o f QOL (Gill & Feinstein,
1994). One of the few QOL instruments that incorporates the rating o f the importance of
QOL items is Ferrans and Powers Quality o f Life Index-Cancer Version (Ferrans, 1990)
which was chosen for use in this study.
The selection of a QOL instrument should include an analysis o f the fit o f the
instrument to the specific aims and design o f the study and the reliability and validity of the
instrument. In terms of reliability, a test-retest or a check o f internal consistency is a
minimal requirement. It is recommended that an initial test o f validity, such as content
validity, be included (King et al., 1997). According to Donovan, Sanson-Fisher, and
Redman (1989) an acceptable QOL instrument would have the following characteristics: (a)
a short completion time, (b) a closed question format, (c) categorical scaling, (d) language
comprehensibility to the majority o f the population, and (e) relevancy o f the items to the
respondents.
An issue related to QOL research involves the distinction between the dimensions
and determinants of HRQL. According to Padilla, Hurwicz, Berkanovic, and Johnson
(1996), determinants are factors that affect or influence quality o f life and dimensions are the
attributes or characteristics o f the QOL construct. In research reports, the dimensions and
determinants are discussed interchangeably, leading to confusion regarding both the
conceptual and operational definitions o f this variable. Padilla et al. (1996) addressed this
issue by examining QOL within the context o f a theoretical framework. A specific
theoretical framework provides a context from which to study QOL variables. Padilla et al.
(1996) used the example o f the illness adaptation model as the context in which they studied
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stress, coping, and QOL in arthritis. This particular model combines discrepancy theory
with the stress process model. In this context variables related to potential stress, coping
resources, and strategies would be considered determinants o f QOL (what contributes to
QOL). Whereas dimensions o f QOL (what it is) are the affective, psychological and
spiritual attributes of an individual involved in the appraisal o f the discrepancy between the
experienced stress and the expected level o f well being. The use o f such a model gives
clarity and decreases potential confusion as to how study variables are viewed in a research
study.
Recently published works by nurse scientists in the field o f oncology have attempted
to focus on the HRQL for survivors in the permanent season o f survival as described in this
study (5 years beyond diagnosis and recurrence-free or without evidence o f disease). A
sample of these HRQL studies served as a reference point for the present study. The
majority o f research on adult long-term cancer survivors has studied survivors of either
breast cancer or bone marrow transplants for leukemia, both conditions with relatively
higher rates o f survival than other cancers.
Quality of life studies on survivors of bone marrow transplant have provided
additional knowledge regarding the medical and psychosocial sequelae in life after cancer
diagnosis and treatment. Bush, Haberman, Donaldson, and Sullivan (1995) conducted a
descriptive study of adults surviving 6-18 (mean 10) years after bone marrow transplant
(BMT) to examine QOL, late medical complications, psychological distress, demands of
long-term recovery, and health perceptions. Questionnaire packets were mailed to eligible
subjects with a response rate of 70%. The 125 respondents (61 women and 64 men) were
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predominantly Caucasian (93%), married (72%) and younger (with a mean age o f 38 years
and a range from 26-62 years). In addition, the sample was well educated (with 2 or more
years o f college) and relatively affluent (with 63% reporting a total family income of greater
than $30,000/year). Demographic, disease, and treatment data from nonrespondents
examined for biases in respondent characteristics revealed no statistical difference between
respondents and nonrespondents.
Among the QOL studies reviewed that focused on BMT, the Bush et al. (1995)
study examined the largest sample o f patients with the longest mean survival time of 10
years beyond transplant. The study used a descriptive survey design to examine QOL using
the dimensions of physical, psychological and social functioning, and disease/treatment
symptoms. The study also attempted to give particular attention to the unique demands of
recovery from BMT. The instrument packet consisted of seven self-report instruments that
were mailed to patients who met study criteria, including: (a) biodemographic questionnaire;
(b) the European Organization for Research and Treatment of Cancer (EORTC)QLQ-C30,
a QOL tool specific for cancer patients; (c) the Late Complications o f BMT module
developed by the primary investigator as an addendum to the EORTC QLQ-30; (d) the
Demands of BMT Recovery Inventory, (e) the Profile of Mood States; (f) the Ware Health
Perceptions Questionnaire; and (g) the Long-term BMT Recovery Questionnaire, an open
ended questionnaire designed by the authors to capture qualitative data.
Bush et al.’s (1995) findings revealed that the majority of long-term survivors of
BMT reported QOL after BMT, as compared with before BMT, to be the same or better,
with benefits of transplantation outweighing the side effects. In spite o f the moderate self-

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.

Survivors HRQL 54
care demands from the sequelae o f BMT, most survivors consistently reported the severity
or degree o f their distress from the complications to be low. Both global QOL and Health
Status were rated as poor by only 5% o f the study sample. In regards to the demands o f
BMT recovery, survivors reported the following in order of frequency o f occurrence: people
were less supportive over time, thinking about the value of life, dissatisfaction with looks,
unable to always rely on body, reordering life priorities, thinking about sexual appeal,
closely monitoring any new symptoms, and need for information about long-term side
effects. When compared to cancer survival and general population norms, these survivors
demonstrated good mood and low psychological distress, and were no different in their
assessment of current health and health outlook.
The researchers concluded that the transplant survivors in this study were
productive, stable and well-adjusted, despite ever-present but relatively innocuous physical
complications. In their eyes, these survivors a re ‘cured’. Lastly, the investigators
concluded that the narrative data strongly suggest that the actual process o f renormalizing
and adapting to life after transplantation is not all that important in the bigger scheme of
things for this group of BMT survivors.
Strengths of the study included the appropriateness o f design (descriptive survey) for
the purpose of the study (examination o f the medical and psychosocial sequelae o f BMT
survivors). Valid and reliable instruments were used to measure each study variable. The
sample size was adequate for the statistical analyses performed. The focus on a wider
window o f survival (mean of 10 years as opposed to 1-5 years in studies o f cancer
survivors) was important to broaden the understanding of HRQL for long-term cancer
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survivors.
In the qualitative component o f this study reported by Haberman, Bush, Young, and
Sullivan (1993), eight open-ended questions were asked to elicit information on survivors’
reestablishment of daily life after BMT, demands o f recovery, coping skills, limitations,
current health problems, QOL, and concerns about the future. The themes that emerged
from the content analysis performed on the written responses indicated that long-term BMT
recovery is positive, dynamic, highly individualized, and marked with fluctuations between
periods of improvement and lack of improvement. Quality of life was reported to be the
same or better than before BMT. Although the qualitative findings have a positive tone, the
investigators believe bias resulted from the study’s use of self-report measures which depend
on selective recall and may reflect wishful thinking and simply the passage o f time.
Restricting the data collection to BMT survivors also limits the generalizability of the study.
A study by Molassiotis, Boughton, Burgoyne and van den Akker (1995) aimed to
compare the QOL of long-term survivors o f autologous and allogenic BMT and to identify
their post-BMT needs. The study utilized three standardized questionnaires; (a) the
Psychosocial Adjustment to Illness Scale, (b) the Hospital Anxiety and Depression Scale,
and (c) the Rotterdam Symptom Checklist. The sample was comprised o f 32 males and 18
females who had a mean age o f 36.9 years. Ninety-eight percent were Caucasian, 62% were
married and almost half had earned a university/college degree. Their mean time since BMT
was 3.5 years, with a range o f 6 months to 8 years.
Although no statistically significant differences were detected between the two
groups, the findings revealed psychological dysfunction to be present in 26.4% (n = 24) of
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the autologous bone marrow transplant (ABMT) patients as opposed to 8.4% (n = 26) of
the allogeneic (Alio) BMT patients. Greater physical dysfunction was also reported by the
ABMT group, although symptoms were reported to be more intense in the Alio group.
Both the ABMT and the Alio groups described their QOL as good to excellent. However, a
quarter of both groups were unable to return to full-time work or education. The main
predictor of the degree of QOL in this sample was found to be physical symptomatology
(R2 = 0.59) (Molassiotis et al., 1995).
Another QOL study with adult BMT survivors was conducted by Whedon, Stearns,
and Mills (1995). The study aimed to describe QOL in a population surviving longer than
one year after autologous BMT and to evaluate validity and reliability o f a measure used
previously only with allogeneic BMT survivors. The inclusion criteria for this study were:
(a) surviving at least one year following date o f transplant; (b) over age 18; (c) able to read,
write, and understand English. Thirty-seven questionnaire packets were mailed. The
packets consisted o f a demographic questionnaire, the City of Hope QOL-BMT instrument
(4 forced-choice items and 26 visual analog scales), and a qualitative questionnaire (with 6
open-ended questions). Of the 34 eligible patients, 29 returned surveys (85% response
rate). The respondents had diagnoses o f acute myelogenous leukemia (n = 15), lymphoma
(n = 8), and breast cancer (n = 6) and had been treated as part of a clinical trial with one of
six regimens. The sample consisted of 45% male (n = 13) and 55% female (n = 55)
Caucasians. Sixty-six percent were married and 66% had a college education. The mean
age at the time o f the survey was 38.5 years (range = 20-54 years) and the mean time since
BMT was 37 months (range = 14-76 months).
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Study findings were similar to the ABMT findings in Malassiotis et al. (1995) QOL
study. Whedon et al.’s (1995) sample o f ABMT survivors had a high mean global QOL
score. Most survivors experienced minor physical disruptions, with fatigue being the most
frequently reported problem. Psychological distress was reported to be moderate to severe,
with distress about being a burden to the family receiving the most negative mean rating of
the entire QOL instrument. The QOL social domain scores reflected distress in the areas of
sexual functioning and achieving financial goals. A sense o f purpose and hope received the
highest scores in the spiritual domain of QOL. In comparison to allogeneic BMT survivors
from their previous study, this study sample of ABMT survivors tolerated and recovered
from BMT quite well (Whedon et al., 1995). The researchers concluded that, despite the
overall good QOL reported, there remained a certain amount o f physical, psychological, and
social distress and dysfunction even long after transplant. The findings o f this study provide
further evidence of the lasting effects of cancer.
Whedon et al.’s (1995) study is an excellent example o f clinically relevant oncology
nursing research as evidenced by their attempt to: (a) extend the knowledge of QOL of
survivors of BMT to include survivors o f autologous BMT; and (b) determine the
appropriateness of using a reliable, valid, allogeneic BMT QOL instrument for survivors of
autologous BMT. Other strengths of the study were the accrual o f a homogeneous sample,
a complete description of the population from which the sample was drawn, and a high
participant response rate. The investigators appropriately restricted their analysis o f a
descriptive, replication survey to a conservative reporting o f means, frequencies, and
percentages because o f the small sample size. The investigators selected a brief but
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informative set of tools which reflected their sensitivity to the burden placed on the
respondents in studies o f this nature. Lastly, the researchers chose two complementary
methods of data collection as a form o f methodologic triangulation which enriched data
collection.
Belec (1992) examined the QOL perceptions o f 24 long-term survivors o f BMT as
designated by the researcher (1-3 years post BMT). Both autologous and allogeneic
transplant survivors were included in the study and responded to the cancer version o f the
Quality of Life Index (QLI) and an interview. Belec’s (1992) findings revealed that BMT
survivors perceived their QOL as acceptable and reported having fuller, more meaningful
lives post-transplant. Family relationships had the strongest positive influence on overall
QOL, and issues related to health and employment were o f greatest concern in this sample
of BMT survivors. Findings from the interviews revealed that, in spite o f the lifethreatening illness experienced and its sequelae, these BMT survivors were able to adapt
and adjust to their situation in life which, in turn, positively influenced their perception of
their QOL.
Strengths o f the study included a complete description o f the sampling method, as
well as analysis o f both quantitative and qualitative data. Generalizability of findings were
limited by the small sample size from one BMT center. Subjects were at various stages
post-BMT and, since data were collected at only one point in the subjects’ experience
following transplantation, the most accurate picture o f QOL may not have emerged. The
study findings may have been unduly favorable due to the sample only including BMT
recipients who had survived and were not presently hospitalized. The investigators
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recommended future studies to include focus on multisite study o f BMT survival to enhance
generalizability of findings. They also recommended prospective longitudinal studies to
more accurately describe the impact o f BMT on QOL at various stages post-BMT.
The purpose o f an exploratory study by Wyatt and Friedman (1996) was to identify
the concerns and issues related to QOL in long-term female cancer survivors (58% breast
cancer, 13% uterine cancer; and 29% other cancers affecting women). One hundred eightyeight females who had survived a range o f 5 to 33 years (mean o f 8.42 years) participated
in the study by completing a newly-developed Long-Term Quality of Life questionnaire.
The new instrument was designed using Ferrell’s QOL model as a framework and included
the four domains of QOL: (a) physical well-being, (b) psychological well-being, (c) social
concerns, and d) spiritual well-being.
Wyatt and Friedman (1996) anticipated that the physical concerns of long-term
female cancer survivors would be minimal in comparison with their concerns in the
psychological, social and spiritual domains. The findings supported this, since concerns for
this sample were reported in the following high-to-low order o f significance:
social/emotional support, health habits (e.g. diet and exercise), spiritual/philosophical view
o f life and, finally, somatic concerns. These findings suggest that, although physical
concerns persist, the need to address such concerns may be more relevant earlier in the
survivor process and that the psychological, sociological and spiritual concerns need to be
addressed more at this later stage. Finally, the social/emotional support domain revealed
that women who believed in their ability to help other newly-diagnosed women reported
experiencing a lack o f support in their own lives. In spite o f these women’s positive belief
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about their ability to help other women, they expressed continued lack o f support from
family and friends. The researchers speculated that these women either were not accessing
support or felt that the support did not benefit them. They suggested that support groups
which focused on the unique needs of long-term cancer survivors were needed. Wyatt and
Friedman (1996) concluded that this group of long-term cancer survivors did not simply
“return to normaTbut had evolved into women who were able to put the physical aspect of
the cancer experience into perspective and now were focusing on relational, existential and
healthy lifestyle issues.
The study’s strength lies in the use of a theoretical framework which had been
utilized in previous, well-designed studies related to the QOL of cancer survivors. An
expanded discussion regarding the development o f the new instrument and a comparison
with other QOL instruments was needed. The generalizability o f the findings are limited to
white, married, unemployed, women with breast cancer.
Fredette (1995) interviewed a convenience sample o f 14 breast cancer survivors in a
qualitative study to delineate their concerns and coping strategies. The age range of the
women was 31-58 (mean = 45.8 years) and their years o f survival ranged from 8-30 years
(mean=13.7 years). They were primarily Caucasian, well-educated, and employed.
Content analysis o f interview transcripts revealed four major themes: coping
strategies, impact o f the cancer, self-perception about survivorship, and the personal
meaning of having cancer. The findings provided evidence o f a survivor personality with a
determination to survive that utilized multiple methods o f coping, resourcefulness,
optimism, and assertiveness in the process of survival. In addition, social support was an
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important part o f these women’s coping strategies, with support from family (specifically
husbands) being reported as more meaningful than support from friends, who tended to treat
them differently after cancer was diagnosed. Fredette (1995) concluded that a requirement
for cancer survival was perseverance in the face of the uncertainty that lingers even in breast
cancer, a cancer site known to have the highest 5-year survival rate. This supports the idea
that cancer has an enduring impact and that further study o f long-term survivors of cancer is
needed.
The concerns and coping strategies reported by these cancer survivors may have
been biased by self-selection by women who were eager to participate in order to share
information about their survival. The study findings that social support was an important
part of these women’s coping strategies would have been enhanced if informants had been
asked to expand on their concept o f support. The investigators had a follow-up study in
progress to investigate this in more depth. Replication o f the study including women o f
different cultures, geographic locations and educational levels would strengthen the
generalizability o f the current findings. The investigators recommended multisite,
prospective, longitudinal studies to determine QOL and salient issues that emerge for the
survivor of breast cancer at different lengths o f time after treatment in order to document a
trajectory o f breast cancer survival.
Wyatt et al. (1993), using a qualitative design with focus group discussions, studied
11 women with breast cancer who had survived for 5-14 years. The interview guide
addressed Ferrell’s four domains o f QOL: physical, social, psychological and spiritual.
Content analysis of the discussion transcripts revealed four major themes: integration o f the
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disease process into current life, changes in relationships with others, restructuring of life
perspective and unresolved issues.
The researchers concluded that women do survive breast cancer with many positive
outcomes and that people do not fit their lives into separate domains. Rather,
concerns/issues often cross over into two or more domains o f life. This supports the idea
that QOL is dynamic. In addition, the researchers concluded that it was nearly impossible
for breast cancer survivors to begin to tell their story at the 5-year survival point and that
who these women are today is rooted in the experience they had at the time o f diagnosis
(Wyatt et al., 1993). Recommendations from the study included the need for: (a) nursing
interventions to focus on key issues for the long-term cancer survivor, and (b) the study of
larger populations o f long-term cancer survivors using quantitative measures.
This research study focused on a small self-selected population. This type of
qualitative research cannot be generalized to larger populations but can only suggest trends.
These trends may later be tested for generalization through larger quantitative research
studies. Strengths o f the study included: (a) sequencing o f questions which allowed women
to become comfortable with each other leading to discussion o f more personal private
issues, (b) the provision o f peer support using the focus group format for shareing and
elaborating on ideas/issues; and (c) the appropriate use o f descriptive qualitative
methodology because there was a paucity of research in this area.
As a result o f improved survival rates, and in an effort to provide appropriate
research-based care, studies are emerging in the area o f HRQL specifically for long-term
survivors o f cancer. Although the literature theoretically and empirically links the variables
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self-esteem, learned resourcefulness and social support to HRQL, further study is needed of
the relationship between these variables and the HRQL of the long-term cancer survivor.
There is a need to expand this research by ascertaining the influence o f ethnicity, stage of
disease within specific cancer sites and gender on HRQL.
Critique o f Related Research Studies
In general, empirical studies exploring and describing relationships among the
variables in this study are supported by the theoretical literature. Quality of life has emerged
as an important variable in both the planning and evaluation o f patient outcomes and, more
specifically, in the care of individuals with cancer. Both qualitative and quantitative research
on the HRQL of cancer survivors has been gaining ground. Yet, after an integrative review
and meta-analysis of oncology nursing research, Smith and Stullenbarger (1995) identified
gaps in patient-related studies, including a lack o f studies focusing on survivorship. In the
last 5 years there has been an increase in the number of HRQL studies of survivors o f cancer
reported. This trend stems from the growing consensus among health care professionals
that the therapeutic effects of new and emerging treatments for cancer must be assessed
within the context of quality as well as quantity o f survival.
At first glance, the oncology literature seems daunting until one understands and is
able to organize the various levels o f the cancer experience. This writer used “seasons of
survival”, HRQL and selected variables contributing to HRQL as organizational points for
this literature review. The literature conceptualizing the cancer experience into “seasons”
provided direction in differentiating specific events from which to examine HRQL for cancer
survivors.
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The overall strength, validity and generalizability of the studies reviewed was
moderated by small sample sizes, publication form, and lack o f an explicit theory base. This
knowledge base can be expanded by replication o f both qualitative and quantitative research,
longitudinal studies, and the inclusion o f survivors from broader demographic and ethnic
backgrounds.
Summary
Review of theoretical and empirical literature on cancer survival revealed the
emphasis to have been primarily on either the early phases o f acute diagnosis and treatment
or the phase following treatment where there is constant worry of cancer recurrence.
Research is beginning to emerge which includes survivors in the later stage o f permanent or
long-term survival. The focus on the long-term cancer survivor in this study is in part a
response to prior research. As documented in the literature, the idea o f wellness and high
QOL in long-term cancer survivorship are not automatic sequelae to being cured o f cancer
(Thome, 1989).
Psychosocial variables o f self-esteem, learned resourcefulness and social support
have been conceptually linked to HRQL. The research findings reviewed support the
influence of these variables on the HRQL o f survivors in permanent survival. Despite
research support for the influence o f these individual variables on HRQL, few studies have
described the relationship of these variables specifically in long-term cancer survivors.
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Chapter 3
Methods and Procedures
This chapter details the research design, method and procedures used in this study.
The sample, setting, data collection methods, and approach to data analysis are discussed..
Research Design
A descriptive, correlational, and noninterventional study design was used to examine
the relationships between three independent variables (self-esteem, learned resourcefulness,
and social support) and one dependent variable (HRQL) among long-term cancer survivors.
This design is appropriate for studying a situation as it naturally happens, when there is no
treatment and the primary purpose is examination o f relationships in a single group (Bums
& Grove, 1995).
Instruments
The six self-administered instruments used in this study were: (a) a demographic
profile sheet; (b) Rosenberg Self-Esteem Scale (1982); (c) Rosenbaum Self-Control
Schedule (SCS) (1980); (d) the Norbeck Social Support Questionnaire (NSSQ) (Norbeck,
1981); (e) Ferrans and Powers Quality o f Life Index - Cancer Version (QLI) (1985); and (f)
the Long-Term Cancer Survivors Quality o f Life Inventory (Pedro, 1995). Permission for
use o f instruments was obtained from each author as necessary (See Appendix A). Table 1
contains a summary description o f the tools used to measure the study variables, including
the variable measured, subscales included, source, reliability and validity, number o f items
and the approximate length of time needed to complete each tool as reported by each
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instrument author.
Table 1
Summary o f Characteristics of Instruments Used to Measure the Independent and
Dependent Study Variables
Descriptors
Tide

Tools
Rosenberg Self-

Rosenbaum Self-

Norbeck Sodal

Ferrans & Powers

Long-Term

Esteem Scale

Control Schedule

Support

Quality of Life bdex-

Cancer Survivor's

Questionnaire

Cancer Version

Quality of Life
Inventory

Variable

Self-Esteem

Social Support

Learned
Resourcefulness

Subscales

Validity

Reliability

Rosenberg 1982

Construct

Reported

of Life

Survivor1! HRQL

Functional, Network

Health A Functioning,

Physiological,

Self-Direction,

Properties

Socioeconomic,

PsycbologKaL

Psychologic, Spiritual,

Sociological,

Family

Spiritual

Norbeck, 1981

Fanns A Powers, 198S

Pedro. 1995

Construct, Content,

Construct, Content,

Content (0.98)

Concurrent

Criterion

Rosenbaum, 1980

Content. Construct

Test-Retest (0.85X

Cronbach's Alpha

Test-Retest (0.85-

Cronbach's Alpha

Cronbach's Alpha

(0.93)

0.92), Cronbach's

(0.95)

Aloha (0.76)

Test-Retest (0.87)

(0.92)
it o f Hems

Long-Term

Self-Control.

Self-Efficacy

Reference

Health—Related Quality

10

lOminuies

36

S mfiwitw

13

lOmumtes

68
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Completion
Time
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The Long-Term Cancer Survivors Quality of Life Inventory was developed by the
investigator for this study. Each of the other tools are supported theoretically and have
been tested and utilized successfully in prior cancer research. The following section
contains a description of each instrument.
Demographic Profile Sheet
This tool includes 5 fill-in-the-blank items and 13 open-ended questions requesting
information such as: (a) age; (b) gender, (c) ethnicity; (d) marital status; and (e) type, stage,
and date of cancer diagnosis etc. (See Appendix B). This information was gathered to
describe the sample. Additional information, not directly relevant to the current study
(e.g., alternate therapies used, type of last treatment etc), was obtained with the
demographic profile sheet for use in subsequent research.
Rosenberg Self-Esteem Scale (RSE)
This ten-item self-administered instrument, first published 35 years ago, measures
the self-acceptance aspect of self-esteem or the overall sense o f being capable, worthwhile
and competent (Rosenberg & Kaplan, 1982) (See Appendix C). It has a Likert scale format
with four-point responses ranging from "strongly agree" (1) to "strongly disagree" (4).
Possible scores range from 10 to 40. After reversing the scoring direction on five
negatively phrased items, a higher score is indicative of higher self-esteem. Curbow and
Somerfield (1991) reported this instrument’s successful use in a variety o f research studies
with adult cancer patients. Included in their report are descriptive data from 14 studies that
used the intact RSE with adult cancer patients. Six of the 14 studies provided reliability
estimates data. The six Cronbach alpha coefficients reported were: 0.34, .076, 0.77, 0.81,
0.84, and 0.87 respectively. All but one o f these reported reliability estimates were
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sufficient since estimates in the vicinity o f .70 are usually sufficient when making grouplevel comparisons (Polit & Hungler, 1991). No validity data were reported.
Rosenbaum Self-Control Schedule (SCS')
This instrument was used as a measure o f learned resourcefulness (See Appendix
D). For each of the 36 items in the SCS, subjects indicate the degree to which it describes
their behavior on a 6-point scale ranging from extremely descriptive (+3) to extremely
nondescriptive (-3). Possible scores range from -108 t o +108. After reversing the scoring
direction for 11 negatively phrased items, a higher score is indicative of greater
resourcefulness (Rosenbaum, 1990).
The instrument’s developer determined content validity from study in psychiatric
and mental health practice using master’s prepared psychiatric nurse clinicians employed as
clinical nurse specialists. The nurse clinicians independently classified the SCS items into
three categories reflecting the three conceptual dimensions o f resourcefulness, self-control,
self-direction and self-efficacy (Rosenbaum, 1990). Convergent and discriminant validity
of the SCS were examined by comparing scores obtained on the SCS to scores obtained on
Rotter’s I-E Scale and the Irrational Beliefs Test. These two scales were found to be
conceptually related to the SCS. In two groups o f undergraduate students, the Pearson
correlation between scores on the SCS and Rotter’s I-E scale was -.40 (p<01). Pearson
correlations computed between SCS scores and eleven Irrational Beliefs Test scores were
moderate-to-low and statistically significant on all except one test scale (Rosenbaum,
1980).
Test-retest reliability of the SCS was assessed using data collected on a group of
undergraduate engineering students. The Pearson product moment correlation between the
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scores on the two testing periods was .86 (p< 01), indicating a fairly high stability o f test
scores over a four week period. Internal consistency was computed on data obtained from
5 different samples. The alpha coefficients were .81, .80, .84, .78, and .80 respectively.
Data from three different student groups revealed a slight tendency for females to score
higher than males. However, t-tests performed on the data for each sample revealed no
significant differences between the means across the sexes.
Estimates o f internal consistency for the SCS were reported in Braden’s (1990)
study to measure enabling skill in 396 adult subjects with diagnoses o f rheumatoid arthritis
or arthritis-related conditions. The standardized-item Cronbach’s alpha was .85 and the
omega was .86 for this study. A Cronbach’s alpha reliability estimate o f .93 was obtained
for the SCS in Zauszniewski’s (1995b) study of 63 acutely depressed inpatients.
Norbeck Social Support Questionnaire (NSSOl
This self-administered instrument (See Appendix E) contains a total of 9 items and
measures the multiple dimensions o f social support, including: functional components o f
affirmation, aid, and affection; social network properties o f frequency o f contact, number in
network, and duration o f relationships; and recent losses o f supportive relationships. Scores
for the functional and network components are derived from the subject’s rating for each
significant person in their network on a Likert-type scale (0 “not at all” to 4 “ a great deal”)
in response to eight questions. For example, an item asking the subject to rate the
affirmation component o f social support asks “How much does this person make you feel
liked or loved?”. The ninth question requires a “yes”, “no” response about any recent loss
o f an important relationship.
This instrument has been used in previous research studies with cancer patients
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(Dirksen, 1989; Lindsey, Ahmed, & Dodd, 1985; Mishel & Braden, 1988). Construct
validity has been established with the related convergent constructs o f affection and
inclusion with evidence for predictive validity. Significant correlations were observed
between the NSSQ subscales and the constructs o f need for inclusion and affection from
the Fundamental Interpersonal Relations Orientation Scale (Norbeck et al., 1983).
Reliability for the NSSQ has been reported with test-retest correlations ranging
from .85 to .92 (Norbeck et al., 1981; Norbeck et al., 1983) in two subject groups: first
students in a nursing masters program and senior baccalaureate nursing students. Gulick
(1994) used the NSSQ to study social support among persons with multiple sclerosis.
Intercorrelations between paired items for the functional component o f social support in
this study were .98 for affect, .94 for affirmation and .97 for aid. Interconrelations for the
social network properties o f social support in this study ranged between .20 and .57.
Wortman (1984), in addressing conceptual and methodological issues in the study
of social support in the cancer patient, encouraged using measures that define social
support precisely, as opposed to a global definition. In addition, distinct types of support
(e.g. emotional, advice etc.) from different providers (e.g. family, friends, physician, other
health providers) should be assessed since available evidence suggests that the impact o f
support is strongly affected by the type of support given and by whom it is given. Lastly,
self-report o f social support is more valid than the assessment by another person. This
provides a description o f social support from the subject perspective. Norbeck’s Social
Support Questionnaire captures these essentials in the measurement o f social support. The
NSSQ does not attempt to assess negative support or the perspective of the provider in
assessing the effectiveness o f particular kinds of support. However, the instrument
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attempts to measure a multidimensional, complex concept in a fairly simple, user-friendly
format.
Ferrans and Powers Quality of Life Index - Cancer Version (OLI-CV)
This self-administered instrument was originally developed for dialysis patients and
has been modified for and used with cancer patients (Ferrans & Ferrell, 1990) (See
Appendix F). This quality o f life measure is unique in that it not only measures satisfaction
with life in the various domains, but also the importance o f satisfaction in each domain to
the subject. This aspect allows measurement o f individual differences in perception o f
QOL.
This instrument was selected from the various QOL tools to measure HRQL
because o f its impressive reliability and validity and its inclusion of items in four domains
(health and functioning, socioeconomic, psychological/spiritual, and family) to assess the
multidimensionality of HRQL. The major disadvantage o f the instrument is its
cumbersome scoring; yet its appropriateness for the study outweighed this drawback.
The instrument consists of two parts, each with 34 items (a total of 68 items). The
first part measures satisfaction with the various domains o f life, and the second measures
the importance o f each domain to the subject. Items address a broad range o f aspects o f
life. Items in the health and functioning subscale address one’s own health, health care,
pain, energy (fatigue), physical independence, control over own life, long life, sex life,
family responsibilities, usefulness to others, stress, leisure activities, travel, and retirement.
Items in the socioeconomic subscale address friends, emotional support, home,
neighborhood, standard of living, job/employment, education, and financial independence.
Peace o f mind, faith in God, goals, happiness, life satisfaction, and personal appearance are
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addressed in items included in the psychological/spiritual subscale. Lastly, family health,
children, and family happiness are addressed in hems included in the family subscale.
Responses are made on a six-point Likert-type scale with Part 1 items ranging from 1 (very
dissatisfied) to 6 (very satisfied). Part 2 responses are also made on a six-point Likert-type
scale with items ranging from 1 (very unimportant) to 6 (very important). Scores are
calculated by weighting each satisfaction response with its paired importance response. A
computer program performs specific calculations to prevent bias due to missing scores and
to eliminate negative values. These calculations produce final overall scores and four
subscale scores ranging from 0-30, with higher scores indicating greater QOL. In addition
to English, the instrument is available in the following languages: Japanese, Korean,
Mandarin Chinese, Mexican-Spanish, Rumanian, Swedish.
Validity and reliability of the QLI-CV were established with a sample of 111 female
patients with breast cancer. Content validity was based on an extensive review o f oncology
and QOL literature. Concurrent validity was evidenced by a strong correlation (r=0.80)
between the QLI-CV and a global measure of life satisfaction (Ferrans, 1990). Construct
validity was established using the known groups technique. A comparison o f overall QOL
scores for subjects grouped by pain, depression and coping with stress was made. Ferrans
(1990) predicted (based on results from previous QOL research) that subjects who had less
pain, less depression, and were coping better with stress would have higher QOL scores.
Subjects were divided into groups based on self-reports on levels o f pain, depression, and
success in coping with stress. Subjects rated themselves on 3 seven-point scales. Subjects
were then divided into groups for each variable. Those marking 1, 2, or 3 were placed in
one group, and those marking 5, 6, or 7 were placed in a second group. Subjects marking
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the middle number o f the scale (4) were dropped from the analyses. Student t-tests were
used to compare mean scores for each o f the three grouping variables. Subjects who had
less pain, less depression, or who were coping better with stress had significantly higher
mean QOL scores. These findings demonstrated that the mean QOL scores o f the QLI-CV
did differentiate between people who had greater and lesser difficulty with the three
variables and supported the construct validity o f the QLI-CV (Ferrans, 1990).
Cronbach’s alphas were calculated to assess internal consistency reliability. The
alpha for the total instrument was 0.95. In addition, the internal consistency o f the health
and functioning, socioeconomic, psychological/spiritual, and family subscales also was
demonstrated by alphas of 0.90, 0.84, 0.93, and 0.66 respectively.
Long-Term Cancer Survivor's Quality o f Life Inventory
This new HRQL instrument was developed by the investigator to operationalize
HRQL for the long-term cancer survivor (See Appendix G). Few valid and reliable tools
are available which measure HRQL o f the long-term cancer survivor. It is different from
the QLI-CV in its specific focus on measuring the HRQL o f the adult long-term cancer
survivor. In addition, it does not attempt to measure both satisfaction and the importance
o f satisfaction in each domain as a measure o f HRQL. The new HRQL instrument may
have the advantage o f measuring a different HRQL construct, one that has specific
relevance for the long-term cancer survivor population. The instrument consists of 60
items which ask for a response on a Likert-type scale of 0-3. Zero on the scale represents
“not true” and 3 “very true”. The total score possible is 180 with subscale scores for
physiological, psychological, sociological, and spiritual well-being. The four subscales are
based on the conceptualization o f HRQL as a multidimensional construct having four major
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underlying dimensions.
Content validity was based on a review of the long-term adult cancer survivor and
HRQL literature. In addition 10 individuals, 5 doctoral nursing candidates in a
psychometric theory and measurement course and 5 doctorally-prepared nurse researchers,
were called on to analyze the items included in the instrument. Each individual judge rated
the representativeness or validity o f each item as a QOL item on a scale o f 0-3 with 0
representing “not valid” and 3 “very valid. Content validity was figured by first calculating
a score for each instrument item. This was done by dividing the number of judges rating an
item as 2 “quite valid” to 3 “very valid”by the total number o f judges (10 judges).
Secondly, the total number of items receiving a score of .8 or higher (58 items) was
divided by the total number of items in the instrument (60 items). This process resulted in
a high content validity score o f 0.98. Room for interpretation continues to exist based on
the judgement of seasoned researchers as opposed to the judgment of actual long-term
cancer survivors who might judge item validity from a different perspective. Further
reliability and validity procedures are needed to establish its value as a measure o f the
construct HRQL. The Pearson correlation coefficient calculated between the scores on
the two QOL instruments indicated a very weak nonsignificant relationship between the
two scores for the study sample (r = .172). This finding suggests that the instrument may
measure a different HRQL construct from that measured by the QLI-CV instrument.
The study instruments were appropriate for the measurement o f each study variable.
Each instrument has been tested for reliability and validity with samples of subjects with
either cancer or another chronic illness. Previous research studies reported sufficient
reliability coefficients for each study instrument for group-level comparisons. Similar
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statistics were calculated for each instrument in the current study. The reliability
coefficients for each instrument for the sample in the current study were calculated using
the Cronbach’s alpha. The reliability estimates used for each instrument were acceptable,
inculding: RSE (self-esteem) 0.88, SCS (learned resourcefulness) 0.86, NSSQ (social
support) 0.95, QLI-CV (HRQL) 0.96, and LTCSQLI (investigator-generated HRQL
instrument) 0.94.
Sample
Once approval to conduct the study was obtained from the investigator’s
dissertation committee, the University o f San Diego Committee on the Protection of
Human Subjects Committee, and Institutional Review Boards for both the Loma Linda
University Cancer Institute (LLUCI) Data Center and the Desert Sierra Cancer
Surveillance Program (Region 5) (See Appendices H & I), a nonprobability, purposive
sample of cancer survivors was recruited. Table 2 summarizes the characteristics of data
bases from which the sample was drawn and the participant selection process.
These two data bases were selected primarily for their familiarity with graduate
student research and their convenience for the investigator in terms o f her knowledge of the
personnel and their proximity to her work environment. A contact person was assigned to
work with the investigator within each agency to facilitate the process o f sending and
receiving letters from physicians and potential subjects.
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Table 2
Summary o f Data Base Characteristics, and Participant Selection Process
Agency Name

Composition

Description

Selection Process

Loan Linda Umvcnily Cancer

Data Bj k since 1947

1993 Ethnic Mix:

Random selection for 330 cases

Institute Cancer Data Center

Computerized records on 42,626

77% White

using investigator’s study criteria;

(LLUCI)

patients treated at Loma Linda

13% Caucasian/Hispanic

inchtried subjects over 21 yean

L'nivetsity Medical Center

(agency specific classification)

o f age with no recurrence of
disrasr as documented by

3% Black
1996 computerized records for

primary physicians. 246 cases

currently afive

provided.

= 11,741

Desert Sierra Cancer Surveillance

Started January 1988

13,000 reports and 11,000 cases

Random Selection for cases

Program (Region 5)

1 of 10 repotting centers in

yearly

currently not involved in other

California

research studies. Designated

Reporting center for Riverside,

pzramcten: Age >33 (age group

San Bernardino, Inyo, Mono

currently not involved in other

Counties

agency research studies).

40 reporting hospitals

Diagnosed between 1988*1991,
afivc, reside in Riverside and San
Bernardino counties. Results:
384 records produced, 210
usable records.

Inclusion criteria for the convenience sample for the study were as follows: (a)
volunteer adults over 21 years o f age, (b) diagnosed and treated for cancer and at least 5
years beyond diagnosis, (c) recurrence-free (no active disease needing treatment) by selfreport (item on demographic profile sheet) or as identified by their physician, (d) able to
speak, write, and understand English, and (e) no known cognitive disabilities. There were
no cancer site, gender, ethnicity, or upper age limitations.
Additional criteria used for sample selection from Region 5 included: (a) individuals
not currently involved in a research study and (b) individuals living in Riverside and San
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Bernardino Counties (to minimize telephone and mailing costs for both the investigator
and participants).
Procedure
EilotStudy
A pilot study was conducted to test the data collection procedures with 8
consenting cancer survivors known to the investigator. Approval was obtained from the
University o f San Diego Committee on the Protection o f Human Subjects to conduct this
pilot study. The pilot study revealed the following: (a) the set o f questionnaires took 34-45
minutes to complete, (b) directions for completing each instrument were understood, (c)
some questions didn’t apply to all survivors, (d) some respondents had not previously
thought of how cancer influenced their self-esteem or how important social support
continues to be for them, (e) a statement was needed in the instructions for each instrument
asking participants to think about the questions in terms o f TODAY as opposed to when
they were diagnosed with cancer or at another time period, and (f) another question “What
additional information would you like to share regarding your quality o f life as a long-term
cancer survivor?” needed to be included on the demographic profile sheet.
Main Study
Information regarding the study, including the purpose and extent o f subject
participation, was sent to LLUCI Cancer Data Center and the Desert Sierra Cancer
Surveillance Program physicians inviting their patients to participate in this study (See
Appendices J & K). This process informed physicians o f the study and enabled them to
contact the investigator to prevent the sending o f study materials to potentially unwilling or
deceased individuals as identified by these physicians. Once consent was obtained from the
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physician to contact their patients, a letter from LLUCI or Region S explaining the study
(see Appendices L & M) the informed consent form (see Appendix N), and a selfaddressed, stamped envelope were mailed to potential participants from each agency. After
consent from potential participants was received, a packet containing a cover letter (see
Appendix O), a copy of their signed informed consent form, a set of instruments measuring
the four study variables, and a self-addressed stamped return envelope were mailed to
them.
Following feedback from physicians from both agencies, a total of 456 records were
presented to the investigator. A total o f 111 questionnaire packets were returned for a
total response rate o f 24.3%. However, only 62 contained usable data, which for this study
meant completion o f all study instruments. LLUCI mailed 246 letters to potential subjects
which resulted in a 32.5% response rate (80 returned questionnaire packets, 246 mailed
questionnaire packets). Fifty of the 80 individuals who returned packets had completed all
study instruments and were included in the study. Region 5 mailed 210 letters to potential
subjects which resulted in a 14.7% response rate (31 returned questionnaire packets, 210
mailed questionnaire packets). Twelve o f the 31 individuals who returned packets had
completed all study instruments and were included in the study. Table 3 summarizes the
number o f cases recruited from each agency, the number of cases deleted by physicians, the
number o f questionnaire packets mailed, and the response rate for each. Incorrect
addresses were identified as a factor contributing to both the number deleted by physicians
(by a call to the agency or crossing out a name from a list sent to them) and the low
response rate. Almost half (49%) o f the returned questionnaire packets had large portions
of missing data which could not be used in the study. Eight individuals, phoned the
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investigator and declined to participate in the study due to death in the family, vacations, or
the sever stress anticipated from filling out the questionnaires.
Table 3
Number o f Cases Available. Cases Deleted bv Physicians. Packets Mailed. Response Rate.
and Usable Data
# Cases

Agency

# MD Deleted

# Mailed

Response Rate (n)

Usable Data Sets
(% of # m ailed)

LLUCI

350

104

246

32.5% (80)

50 (20.3%)

Region 5

384

174

210

14.7% (31)

12 (5.7%)

Combined Total

734

278

456

24.3% (111)

62 (13.6%)

The information provided with the informed consent form advised subjects that
participation was voluntary and that they could remove themselves from the study at any
time without penalty. The investigator’s telephone number was provided to allow
participants to be debriefed by having the opportunity to express concerns and questions at
any time before, during, or after their completion o f the study instruments. A copy of the
signed informed consent was mailed to the study participant. Once the participants
completed and returned the set of questionnaires to the investigator, their participation in
the study was completed.
Participants were asked to return their completed study instruments within a twoweek time frame. Returned study instruments were assigned an identification number by the
investigator to ensure confidentiality and anonymity. To assure further confidentiality, the
raw data and lists o f names and code numbers were kept in a locked location accessible
only to the investigator. Due to the adequacy of the sample pool, the need to manage
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costs, and to provide anonymity, no follow up phone calls or written reminders to
participants were used. Instruments were scored by the investigator in preparation for
data entry and analysis.
Ethical Considerations
During the process o f filling out the study instruments, recollection o f events and
buried anxieties or other types o f psychological and emotional distress may have arisen. To
address this potential risk, a statement was included in the consent form stating that
participants understood that in the process o f filling out the questionnaires they might be
reminded of uncomfortable feelings that have been pan o f their cancer experience and that
they had the right to withdraw at any time without jeopardy. In addition, participants could
choose to contact the investigator, via a telephone number provided, to discuss any
distressing feelings that may have been generated. Only one individual called the
investigator to repon distressing feelings and to provide an explanation for the condition o f
the returned questionnaires. The individual reported completing each questionnaire and
then tearing the questionnaires in half as a result o f feeling distressed. However, wishing to
share his/her experience via the questionnaires, this individual taped the two halves
together prior to returning them to the investigator.
Data Analysis
Data were analyzed using SPSS (SPSS Inc., Chicago, IL). Descriptive,
correlational, and regression statistics were used to describe findings and answer the
research questions. An alpha level of 0.05 was used to indicate statistical significance o f all
inferential statistical results.
Descriptive statistics were computed on demographic items and all instrument
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scores. Reliability coefficients were calculated on all instruments and subscales using the
split-half technique to assure adequate internal consistency o f instruments for this sample.
The Pearson product-moment correlation statistic was used to determine the
strength of the association between the independent variables o f self-esteem, social
support, and learned resourcefulness and with the dependent variable, HRQL, for long
term cancer survivors. Step-wise, forward multiple regression procedures were used to
estimate to what extent the variables self-esteem, social support, and learned
resourcefulness predict HRQL among long-term cancer survivors. This allows the
researcher to control the sequence of the independent variables entered into the equation
based on the strength of correlation computed for each independent variable (takes
strongest correlation equation). Table 4 summarizes statistical tests used to answer each o f
the research questions.
Table 4
Summary of Statistical Tests Used to Answer Each Research Question
Research Question

Statistical Test

1. What is the relationship of self-esteem to health-related
quality of life for long-term cancer survivors?

Pearson product-moment correlation

2. What is the relationship of learned resourcefulness to
HRQL for long-term cancer survivors?

Pearson product-moment correlation

3. What is the relationship of social support to health-related
quality of life for long-term cancer survivors?

Pearson product-moment correlation

4. To what extent are self-esteem, learned resourcefulness, and
social support predictive of HRQL for long-term cancer
survivors?

Step-wise forward multiple regression
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Limitations
Because o f the multidimensionality of HRQL, the study instruments did not
measure all of the variables that may affect HRQL such as coping strategies, somatic
concerns of individuals, personality, and locus of control. These confounding variables
were not able to be controlled for in this descriptive study. Due to the lack of control o f
general extraneous variables, as well as extraneous variables unique to long-term cancer
survivors, and participants who were primarily older adults, the probability of inaccurate
reflections of reality for young and middle-age adult long-term cancer survivors exists.
Also, the study was not designed to assure that all the instruments would be completed
only by the consenting survivor. The majority of participants were older adults, and some
may have required assistance to complete the questionnaires and this may have biased their
responses to some extent. In addition, because of the changing and dynamic nature o f life,
there are factors which affect HRQL that cannot be measured by current paper-and-pencil
instruments. These unavoidable limitations are addressed in the analysis and discussion of
the study findings.
The study had a low response rate of 24.3%. A response rate greater than 60% is
generally sufficient for most purposes (Polit & Hungler, 1991). This study reports data
gathered from 62 participants. This number is different from the proposed minimum
sample size o f 80 participants (estimated using guidelines in Cohen, 1977) due to death,
incorrect addresses, incomplete returned instruments, study deadlines, and limited funding
for follow up calling and/or sending out reminders to complete and return questionaires.
The large proportion (49% had large portions of missing questionnaire data) of incomplete
returned questionnaire packets may partially be explained by the lengthiness of some o f the
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instruments leading to fatigue, particularly in a primarily older population. In addition,
distress related to reminders about the cancer experience may have contributed to the
omission o f certain hems or groups o f items. The low response rate (24.3%) and low
percentage o f usable data (13.6%) introduces bias which may make h unreasonable to
assume that those long-term cancer survivors who responded with fully complete
questionnaires were somehow “typical” o f the whole population. Therefore, the findings
cannot be generalized to all long-term cancer survivors. Generalizability o f findings is
limited to long-term cancer survivors similar to those in the study sample who provided
complete data. Caution should be used in generalizing findings o f the study to all long
term cancer survivors.

Summary
This study utilized a quantitative, descriptive, correlational, noninterventional
design. The study methods and procedures described in this chapter were used to
investigate the relationship between: (a) self-esteem, (b) learned resourcefulness, and (c)
social support and HRQL for long-term cancer survivors. A non-probability, purposive
sample of long-term adult cancer survivors was recruited with permission from the Loma
Linda University Cancer Institute Data Center and the Desert Sierra Cancer Surveillance
Program Region 5. Six instruments, one for each of the three independent variables, two
to measure the dependent variable and a demographic profile sheet were used. A sample of
62 volunteer cancer survivors fully completed the mail-back questionnaires (13.6%). The
Pearson product-moment correlation was used to determine the strength o f the associations
between the independent variables self-esteem, social support and learned resourcefulness
and the dependent variable, HRQL, for long-term cancer survivors. Multiple regression
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analysis was then used to measure the extent to which the independent variables self
esteem, learned resourcefulness, and social support are predictive o f HRQL for long-term
cancer survivors.
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Chapter 4
Results and Discussion of Findings
The research findings are presented in this chapter. Following a description o f the
sample, the results related to each research question are presented and discussed in relation
to the study’s conceptual framework and literature review. Lastly, the results o f the
supplementary analyses are presented and discussed.
Description o f the Study Sample
The study sample is described in regard to the following characteristics: age,
gender, general demographic characteristics (marital status, education, etc.), and cancer
demographics (cancer site, type of treatment, etc.). The percentages reported are based on
those who provided the requested information on the demographic profile.
Age
Table 5 presents the percentage o f the sample in each age category. The mean age
o f the sample was 65.8 years (SD = 13.78) and the range was 24-88 years. The largest
percentage (37.7%) were in the 70-79 year age group. While only 15.4% were less than 50
years of age, over half of the sample (57.4%) were between 60 and 79 years old.
Gender
The study sample consisted o f 44 females (72.1%) and 17 males (27.9%). The
predominantly female sample was due in part to selection from a data base with a large
proportion o f breast cancer survivors.
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Table 5
Age o f the Sample bv Category

n

%

21-29 yrs

l

1.6

30-39 yis

2

3.3

40-49 yrs

7

11.5

50-59 yrs

8

13.1

60-69 yrs

12

19.7

70-79 yis

23

37.7

80 and above

8

13.1

Age Categories (n = 61)

General Demographics
Table 6 presents general demographic data for this sample. The largest
percentage o f the sample were married (n = 39, 63.9%) while close to one quarter were
widowed (n = 14, 23%). The high percentage o f older participants may account for the
sizable percent of widowed individuals in this sample. This sample was primarily Caucasian
(n = 51, 84%). This high percentage may be associated with higher rate o f questionnaire
return from more educated, English-speaking cancer survivors. This would also be
expected when recruiting from primarily Caucasian data bases. Forty-three individuals
reported their annual income, with over 60% reporting an annual income below $40,000.
The sample was well educated with 62.3% having gone to college and 16.4% with
graduate degrees. This level of education may be associated with the dominant ethnicity
and annual income bracket o f this sample. Over 60% o f the 59 participants who reported
employment status were retired, which is to be expected in a primarily older sample. Fortyeight % o f the sample reported their occupation. This may be related to the high
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percentage o f retired individuals in the sample. Forty-two percent (of 31 who reported
occupation) listed a profession or trade as their occupation. This may be associated with
the high percentage of college-educated participants. The fact that only 42% reported an
occupation may be due to the large percentage o f retired individuals in the sample.
Table 6
General Demographics of the Sample
M arital Status (0=61)

n

%

married
single
widowed
separated

39
5
14
3

63.9
8.2
23.0
4.9

I

Ethnicity (n=61)

Q

%

Hispanic/Latino
Caucasian/white
African American
Native American/Alaskan

6
51
1
3

9.8
83.6
1.6
4.9

Annual Income (fl=43)

D

%

$1,000-19,000
$20,000-39,000
$40,000-59,000
$60,000-89,000
$90,000 and above

14
12
8
5
4

32.6
27.9
18.6
11.6
9.3

Education (n=61)

n

elementary
High school
college
graduate
post-graduate

2
19
28
10
2

3.3
31.1
45.9
16.4
3.3

n

%

12
4
3
40

20.3
6.8
5.1
67.8

I O ccupation (n=62)

n

%

none reported
student
unskilled labor (e.g.,
janitor)
skilled labor (e.g.,
personnel officer)
professional (e.g.,
nurse, physician,
engineer)

31
1
7

50.0
1.6
11.3

10

16.1

13

21.0

I Employm ent (n=59)
full-time
part-time
unemployed
retired

1%

Cancer Demographics
Table 7 presents data regarding cancer demographics for this sample. The most
common sites reported were breast (n = 22, 35.5%), followed by gynecological and other
cancers (n = 11, 17.7%). This is congruent with the majority o f the sample being female.
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represented 18 individuals or 29.5% o f the study sample. Over half (n = 33, 54.1%) o f the
sample reported having been treated with surgery alone or a combination o f surgery and
radiation. This is in keeping with available treatment options for the predominant types o f
cancers in this sample, that is, breast and gynecological cancers.
Participants reported being from 0-5 years to 30-35 years beyond diagnosis. Five
individuals left this item blank on the demographic profile. The majority o f those who
reported this information (n = 45, 72.6%) were between 5-10 years beyond diagnosis. This
finding is associated with the study’s inclusion criteria, that individuals must be at least 5
years beyond diagnosis. The two individuals in the 0-5 year category were not deleted since
there was a question mark next to this item on the demographic profile. Due to the large
percentage of older subjects it is likely these respondents did not remember the exact date o f
their diagnosis and, thus, the number of years beyond diagnosis. Furthermore, their returned
instruments were complete which was desirable in light o f the large percentage of study
instruments that were returned incomplete (over 50%) . In addition, the fact that the largest
percentage of individuals in the study were 70-79 years o f age makes it less likely for
individuals to be living more than 10 years beyond diagnosis (due to death from natural
causes or other acute or chronic illnesses).
Subjects were asked to identify their cancer stage at diagnosis, if known. It is
surprising to note that only 37% (n = 23) o f the sample reported their cancer stage at the
time o f their diagnosis, particularly since this was a well-educated sample. It may be that
this information has been forgotten because it is no longer relevant to long-term survivors o f
cancer. Another explanation may be that they were not clearly informed of this at the time
of their diagnosis. Those who did report this information are almost evenly divided between
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being at the early stage (n = 12, 19.4%) or advanced stage (n =10, 16.1%) at
diagnosis.
Table 7
Cancer Demographics o f the Study Sample
Type of Cancer Diasnosed R n
breast
prostate
gynecological
colon
kidney/bladder
lung
melanoma
leukemia
multiple myeloma
other
Years since Diagnosis
Non-respondents
0-5
5-10
10-15
15-20
20-25
25-30
30-35

22
5
11
4
2
1

4
1
1
11
I n
5
2
45
5
1
2
1
1

%

[

Type o f Treatm ent

35.5 Surgery
8.1 Chemotherapy
17.7 Radiation
6.5 Other
3.2 Surgery & Chemotherapy
1.6 Surgery & Radiation
6.5 Surgery & other
1.6 Chemotherapy & radiation
1.6 Radiation and other
17.7 Surgery, chemotherapy & radiation
%

ICancer S tase a t Diagnosis

8.0
3.5
72.6
8.8
1.8
3.5
1.8
1.8

Unknown
Early
Advanced
Inoperable/metastasis

| n

_% _j

19 31.1
7
11.5
4
6.6
1
1.6
6
9.8
14 23.0
2
3.3
3
4.9
2
3.3
3
4.9
| n
39
12
10
1

%
62.9
19.4
16.1
1.6

In summary, the sample demographics reveal a group that consisted primarily of
older, married, retired, Caucasian, college-educated females with breast cancer 5-10 years
beyond diagnosis. Their cancers had been treated primarily by surgery or a combination of
surgery and radiation. At the time they completed the questionnaires, they were recurrencefree by self-report.
Presentation of Findings
Following presentation of the descriptive findings, the inferential statistical findings
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are presented sequentially in relationship to each of the research questions.
Descriptive Findings
Table 8 and Table 9 present the descriptive statistics for the sample in regard to each
of the study variables. Highlights regarding the descriptive statistics for this sample o f long
term cancer survivors include the following: (a) they scored high in terms of self-esteem,
with moderate variability in scores (refer to range, mean, and standard deviation for self
esteem scores in Table 8); (b) they varied widely on degree o f learned resourcefulness, (c)
they also varied widely on two o f the three main social support variables, functional and
network support (however, the scores mostly clustered around mid-range), and (d) they
scored moderately high on HRQL with greater variability in scores on the LTCSQLI
measure than the QLI-CV.
Table 8
Descriptive Statistics for the Study Variables Self-Esteem. Learned Resoucefulness. and
HRQL
Variable

Possible Score Range

Mean

SD

Sample Score Range

Self-Esteem -RSE

10-40

34.15

4.90

23 to 40

Learned Resourcefulness SCS

-108 - +108

24.11

23.78

-64 to 74

QLI-CV Total Score

0-30

22.19

4.90

6.62 - 29.23

Health & Functioning

0-30

20.82

5.49

6.43 - 29.08

Socioeconomic

0-30

22.70

5.50

4.22 - 30.0

Psychological/Spiritual

0-30

23.22

5.60

3.93 - 30

F am ily

0-30

23.96

6.8

0-30

0- 1 8 0

129.85

25.15

62 - 172

Physiological

0-33

24.23

3.82

13-31

Psychological

0-57

43.79

8.97

19-57

Spiritual

0-39

26.19

9.49

5-39

Sociological

0-51

35.65

9.16

10-51

LTCSQLI - Total Score
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Table 9
Bescriptivg Statistics for the Study-YariabteSoeial .Support

Ir ----------1
-------------Social Support - NSSQ

Normative Values
Female
Male
x
(SD)
sc (SD)

Mean

SD

Sample
Range

Emotional Support

127.2 (72.7)

119.3 (75.2)

125.45

94.07

0-370

Tangible Support

53.1 (33.4)

55.3 (36.0)

49.11

42.01

0-166

Functional Support

179.4(102.1)

173.6 (108.3)

174.57

133.74

0-527

98.5 (53.8)

95.0 (55.3)

93.81

62.25

0-220

6.37

10.61

0-54

Spouse/Partner

11.81

17.10

0-100

Family/Relatives

47.78

22.01

0-91.93

Friends

27.63

19.02

0 - 75.60

Work/School

.76

4.01

0 - 28.64

Neighbor

2.40

4.50

0 - 13.95

Health Care Provider

2.96

6.49

0-31.43

Counselor/Therapist

.37

2.19

0 - 15.79

Minister/Priest/Rabbi

2.18

4.52

0-21.43

Other

.25

1.37

0 - 9.29

Network Support
Total Loss

Findings Related to Research Questions
Relationship between self-esteem and HRQL. A statistically significant positive
correlation was found between self-esteem (RSE scores) and HRQL as measured by the
calculated scores on the QLI-CV (r = .69; p =< 05). In addition, statistically significant
positive correlations were found between self-esteem scores and all subscale scores o f the
QLI-CV; health and functioning, socioeconomic, psychological/spiritual, and family (r = .64,
50, .66,.54 respectively; p =<.05). A statistically significant positive correlation was found
with only the psychological subscale o f the LTCSQLI (r =.27; p =<05). The finding that
self-esteem is strongly associated with HRQL in this group o f long-term cancer survivors is
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consistent with prior research findings related to self-esteem in cancer survivors. A
sufficient Cronbach’s alpha coefficient o f 0.88 was calculated for the RSE. This statistic
adds psychometric support for the reliability of the RSE and the finding o f a strong
relationship o f self-esteem and HRQL in the study sample.
Both HRQL instruments, QLI-CV and LTCSQLI, had high Cronbach’s alpha
reliability values o f 0.96 and 0.94 respectively with the current study sample o f long-term
adult cancer survivors (See Table 10). Overall, the internal consistency o f both HRQL
instruments was high.
Table 10
Reliability Estimates from Study Sample for HRQL Instruments
QLI-CV
Total Score

Crohbach’s Alpha
0.%

LTCSQLI

Crohbach's Alpha

Total Score

0.94

Health & Functioning

0.90

Physiological

0.53

Socioeconomic

0.83

Psychological

0.88

Psychological/Spiritual

0.86

Spiritual

0.91

Family

0.68

Sociological

0.88

The relationship between learned resourcefulness and HRQL. Learned
resourcefulness was found to be inversely related to HRQL as measured by the overall score
on the QLI-CV (r = -.32; p =<.05). This finding suggests that there is a moderate tendency
for increased learned resourcefulness to be associated with decreased overall HRQL in this
group of long-term cancer survivors and vice versa. The subscale findings were parallel for
all but the psychological/spiritual subscale of the QLI-CV. The significant correlation
coefficients between learned resourcefulness and the health and functioning,
socioeconomic, and family subscales o f the QLI-CV were -.26, -.44, and -.27 respectively
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(p =< 05). However, a statistically significant positive correlation was found between
learned resourcefulness (SCS scores) and overall HRQL (r=.40, p value .00) as measured by
the calculated scores on the LTCSQLI as well as between learned resourcefulness and
scores on all four HRQL subscales (physiological, r=.30, p value .02; psychological, r= .30,
p value .02; spiritual, r=.20, p value .11; and sociological, r=.47, p value .00). This finding
suggests that there is a moderate tendency for increased learned resourcefulness to be
associated with increased overall HRQL. The discrepancy in the direction of the
relationship between learned resourcefulness and HRQL as measured by the two HRQL
instruments may be partially explained by the possibility that the two instruments each
measure a different construct of HRQL, one a more global HRQL construct and one more
specific to HRQL as perceived by long-term cancer survivors. An alternate, and more likely
explanation, is related to the validity o f the LTCSQLI since it has not yet been tested.
Similar to the previous research studies which used the SCS with patients with
chronic illnesses such as cancer, the SCS demonstrated a high internal consistency (r = 0.86)
for the study sample of 62 long-term adult cancer survivors. This again adds psychometric
support for the reliability of the SCS results.
Relationship between social support and HRQL. No statistically significant
relationships were found between scores on the NSSQ and HRQL scores on the QLI-CV
for two o f three main social support variables, including: total function (emotional support
and tangible aid) and total network (number in network, duration of relationships and
frequency o f contact) (See Table 10). However, as expected, a statistically significant
inverse relationship was found to exist between the total loss variable (recent loss, number
of individuals lost and amount o f that loss) and the total HRQL scores. This was also true
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for all four QLI-CV subscales (health and functioning, socioeconomic,
psychological/spiritual, family) (See Table 11). No significant relationships were found
between scores on the NSSQ and the investigator-generated HRQL measure, the
LTCSQLI. Again the discrepancy in findings between the two HRQL measures may be
partially explained by the fact that these instruments may each measure a different construct
of HRQL.
These findings suggest that increases in recent loss are strongly associated with
decreases in HRQL (as measured by the QLI-CV) for this group o f long-term cancer
survivors. The sample was composed o f primarily older individuals who may have lost more
individuals from their support network due to the natural consequences o f aging. In
addition to the number o f individuals lost, the respondents were asked to rate the amount of
support lost from each of these individuals from “none” to “a great deal” . Assuming that
individuals lost were known to these cancer survivors for quite some time based on age, the
amount of support lost may have been rated as “a great deal”—thus negatively influencing
their scores on this variable of social support. The statistically significant relationships
between the total loss variable of social support and scores on all 4 subscales o f the QLICV suggest that this variable has a pervasive influence on HRQL. This pervasive influence
may be a reminder to long-term survivors o f their own mortality, in spite
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Table 11
Correlation Coefficients for Social Support fNSSO) and HRQL Using QLI-CV
QLI-CV scores (p values)

NSSQ Variables
Health &

Socioeconomic

Functioning

Psychological/

Family

Total

Spiritual

Total Function

.10 (p=.42)

-.01 (p=.93)

-.11 (p^=.39)

.02 (p=.85)

.02 (p=.86)

Total Network

.07 (p=.58)

.00 (p=.98)

-.11 (p=.40)

-.02 (p=.91)

.01 (p=96)

Total Loss

-.25 (p=.05)*

-.41 (p=.001)*

-.43 (d=.001)*

-.29 (p=.02)*

-.38 (p=.00)*

♦significance at < .05
o f their living and surviving beyond a cancer diagnosis. However, this experience o f loss
may not be limited to the long-term cancer survivor since increased losses of social
relationships are associated with age in the general population.
In contrast, no significant relationships were found between scores on the NSSQ and
HRQL using the investigator-generated instrument (the LTCSQLI) and its four subscales
(physiological, psychological. sociological and spiritual) (See Table 12). The lack o f
significant relationships is not necessarily related to reliability o f this tool which was noted
to have generally high reliability estimates for the study sample (See Table 10). But, rather,
the lack of a demonstrated relationship between these two study variables may be due to
lack o f instrument validity (validity for the LTCSQLI has not been tested) or may reflect
that truly no relationship exists between these variables.
A high internal consistency of 0.95 (Cronbach’s alpha) was calculated for the NSSQ
in this sample o f long-term cancer survivors. In addition, high internal consistency was
calculated for both the QLI-CV and the LTCSQLI in this sample (0.96 and 0.94
respectively). However, there is currently no evidence of the validity o f the new HRQL
instrument, the LTCSQLI. Thus, the strength o f the finding o f a statistically significant
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inverse relationship between the loss component o f social support and HRQL is best
supported only as measured by the QLI-CV which has sufficient reliability and validity (See
discussion regarding instruments in Chapter 3).
Table 12
Correlation Coefficients for Social Support fNSSOl and HRQL Using LTCSQLI.
NSSQ

LTCSQLI Scores (p values)
Physiological

Psychological

Spiritual

Sociological

Total

Total Function

.06 (p=.6I)

.04 (p=.75)

.17 (p=.19)

.13 (p=.32 )

.14 (p=.30)

Total Network

.07 (p=.61)

.03 (p=.83)

.12 (p=.35)

.16 (p=.22)

.12 (p=34)

Total Loss

.08 (p=.53)

-.09 (p=47)

-.11 (p^.38)

-.04 (p=.78)

-.0 8 (p = .55)

Variables

Self-esteem, learned resourcefulness and social support as predictors o f HRQL.
Multiple regression analyses were performed with self-esteem, learned resourcefulness, and
the total loss score for social support (the only statistically significant component o f social
support) as the three independent variables and HRQL as measured by the QLI-CV as the
dependent variable (See Table 13). Forward stepwise multiple regression analysis revealed
the adjusted R square for this model was .53, with self-esteem contributing 52% to the
variance in HRQL. This finding suggests that a little over half of the variance in the HRQL
scores in this group of long-term cancer survivors can be explained by self-esteem (R2 =
.52), with learned resourcefulness and the total loss component of social support
contributing only 1% more to the variance in HRQL. These findings suggest that, o f the
three variables, self-esteem had the greatest predictive value for HRQL and the total loss
component of social support the least in this sample o f long-term cancer survivors. Learned
resourcefulness also made a significant contribution to the variance in HRQL. The strength
o f these findings is
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supported by the moderate to high reliability estimates o f each instrument used to measure
each variable in the regression equation. This is further supported by the strong evidence o f
validity for the QLI-CV (see Chapter 3 for discussion regarding content, concurrent and
construct validity o f the tool with sample o f female breast cancer patients).
Table 13
Forward Stepwise Multiple Regression Statistics for Independent Variables and HRQL
Using the QLI-CV
Variables

I

df

F

r2

p value

| Self-Esteem & HRQL

5

10.14

.000

.52

HLearned Resourcefulness & HRQL

5

2.93

.025

.19

1 Total Loss (significant Social Support variable) & HRQL

5

1.67

.165

.07

DCombination of 3 Variables & HRQL

3

24.22

.000

.53

Supplementary Analysis
Analysis of the data revealed additional findings that were not directly related to the
four research questions. These findings are briefly presented in the following section.
Relationship between significant demographic variables and HRQL as measured bv
QLI-CV. Age was found to be significantly related to the overall QLI-CV scores (r =.32.,
p< 05) and scores on the socioeconomic (r = 41, p< 05) and psychological/spiritual (r =.38,
p<05) subscales o f the QLI-CV. These findings suggest that, as age increases, HRQL
(particularly in the socioeconomic and psychological/spiritual dimensions) also increases.
Age was also found to be significantly related to the social support subscale scores for total
functional support from minister/priest/rabbi (r =.30, p<05). In contrast, there was a slight
nonsignificant, negative relationship between age and functional support from friends, work
or school associates and counselors or therapists. These findings suggest that, for this group
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o f long-term survivors, as age increases there was a tendency to experience spiritual
resources as more supportive than counselors or therapists, friends (whose number and
availability may have diminished with age) and work or school associates (as a function of
retirement or disability associated with age).
Cancer stage at diagnosis was found to be inversely related to learned
resourcefulness (r =-.25, p<.05). This finding suggests that with advanced disease at
diagnosis, learned resourcefulness (self-control, self-direction, self-efficacy) tends to
decrease.
Findings related to LTCSQLI. Other supplementary findings worth mentioning are
related to the investigator-generated HRQL instrument designed for this study, the
LTCSQOLI. Two sets of findings will be described: those related to the independent
variables (self-esteem, learned resourcefulness and social support) and those related to QLICV, the established HRQL measure.
A statistically significant inverse relationship was found to exist between social
support from health care providers (HCP) and the total LTCSQOLI score for this sample
(r =-.28, p< 05). Furthermore, the HCP support score (one among 9 categories o f support;
spouse/partner, family or relatives, friends, work/school associates, neighbors, health care
providers, counselor or therapist, minister/priest/rabbi, other) was found to be inversely
related to the psychological, spiritual and sociological LTCSQOLI subscale scores (r = -.24,
-.25, -.25 respectively, p = >.05). Although not statistically significant for these subscale
scores, these findings suggest there was a tendency for HRQL (especially in the
psychological, spiritual, and sociological dimensions) to increase as support from health care
providers decreases, for this group o f long-term cancer survivors. This finding suggests
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that, for this sample, the less support individuals perceived from HCP’s the higher they rated
their HRQL as measured by the LTCSQLI. In other words, as HRQL increased individual
perceived less support from HCP. Maybe this finding is expected, particularly in the case o f
long-term cancer survivors who are disease-free and, thus, would have limited contact with
HCPs.
Minister, priest, or rabbi was a second source o f support that did not demonstrate a
statistically significant relationship to HRQL as measured by QLI-CV. Yet results indicate a
positive relationship that approached significance between all support scores from minister,
priest, or rabbi and QLI-CV subscale scores (socioeconomic subscale, r=.24, p value .08;
psychological/spiritual subscale, r=.23, p value .09; family subscale, r=.26, p value .06) except
those on the health and functioning subscale. This was not the case with the LTCSQLI. The
QLI-CV findings suggest that, as support from minister/priest/rabbi increased there was a mild
tendency for HRQL to also increase for this sample o f long-term cancer survivors. The
different findings between the two HRQL instruments indicate that the LTCSQLI may, in fact,
measure a different HRQL construct from that measured by the QLI-CV instrument. An
alternate explanation for this finding is the lack of validity of the LTCSQLI. This needs to be
explored with further psychometric testing o f the new HRQL instrument.
Qualitative findings. At the end o f the demographic profile the following statement
was included, “Please add any information you would like to share regarding your quality of
life as a long-term cancer survivor”. Twenty-six o f the 62 participants (42%) responded to
this question. The responses mentioned more than once fell into four general areas: (a)
physical concerns/comments (n = 6, 23%), (b) family and social comments (n = 6, 23%),
thankfulness for being alive (n = 5,19%), and d) comments related to health care
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providers (n = 4,15%). Responses were both negative and positive, with the majority being
positive. Responses mentioned only once included sexual concerns accompanied by feelings
o f rejection, relinquishing guilty feelings, value o f support groups, and the lack o f time to
focus on self since the needs o f others took priority. Verbatim examples from the four
general areas mentioned more than once include the following:
Physical concerns/comments

“This year I have felt periods o f tiredness and light
depression with periods o f unhappiness - this is not
me. I am a very happy person. My Dr. has told me to
drop the Tamoxifen for 2 months. I’m concerned
about going without the medication as I have had no
signs o f a recurrence”

Family and social

“Keeping busy doing things that maintain and/or
improve the high quality of life the wife and I enjoy”.
“My quality o f life has been very good. I have been
well supported by family and friends”

Thankfulness for being alive

“I appreciate being alive and realize good health is the
most important thing”. “I am glad to be alive, each
day brings a new beginning. I hope I live to see my
great grandchildren. Most o f all I hope my health
stays good and my husband lives long too” .

Comments related to health care providers

“The counseling and information I received is
helpful and informative. Continuing medical
check ups are extremely important and should
be stressed to patients. Good doctors and
nurses are key ingredients!!!!” “I wore a ‘bag’
for 7 years. Thanks to surgeon I was put back
together. My feeling about myself improved
immediately. I feel so fortunate, thanks to all
my care givers”.

In general, these comments reflect a positive HRQL. Caution in interpreting these
comments is needed since over half the sample (58%, n = 36) (who may have had less
positive experiences as survivors) did not respond to this question. It is also important to
note that physical concerns should continue to be included in the assessment o f QOL, even
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with participants over S years beyond initial diagnosis. It could be implied, from the social
support statements embedded in three of the four areas o f qualitative data, that there is a
contradiction to the lack o f significant findings for the social support variable as measured
by the NSSQ. However, the social support items o f the NSSQ (study measure for social
support) are intended to assess specifically functional and network properties of social
support along with losses of support. The comments volunteered differ in that they seem
more general in nature and may not be the same as the functional and network properties
intended to be measured by the NSSQ.
Discussion o f the Findings
Discussion of the findings of this descriptive study has as its purpose adding to
nursing’s understanding of HRQL, particularly in the long-term survivor of cancer.
This study was designed to accomplish two objectives. First, it was a deliberate attempt to
specifically describe the long-term cancer survivor. The second focus o f this study was to
examine the relationships between selected variables identified in the literature to be
associated with HRQL during earlier seasons o f survival in the later season of survival. The
following discussion first briefly explores the characteristics of long-term cancer survivors as
evidenced in this study and then presents a synthesis o f the results in relation to the
conceptual framework o f the study and prior research in this area.
In general, long-term survivors of cancer, despite lingering side effects from
treatment and a variety o f difficulties in continuing to survive, perceive themselves as
leading full, meaningful lives (Haberman et al., 1993). Studies with long-term survivors of
bone marrow transplants indicate that they report few physiologic disruptions and aboveaverage QOL. This information can have a positive influence on newly-diagnosed patients
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going through the decision-making process (Whedon et al., 1995). In addition to long-term
survivors’ perception o f meaningful lives with cure, they share an optimistic outlook for the
future and effective adjustment (Belec, 1992). Long-term survivors o f breast cancer report
emerging from the cancer experience with a clearer sense o f self gratitude for life and
strength, and confidence in their ability to manage the challenges o f life (Carter, 1993).
Many o f these positive sentiments were also reported in the current study by the subjects
who chose to respond to the statement “Additional information you would like to share as a
cancer survivor”. Although (as in Whedon et al.’s (1995) study) few physiological
disruptions were reported, they continue to be present in the experience o f the long-term
survivor. This was supported by the qualitative findings in the current study.
Although many long-term survivors have gotten “on with living beyond diagnosis”
and are able to describe positive aspects o f the cancer experience, there are those whose
experience is less positive. Some continue to struggle with unresolved issues and many fear
recurrence. Long-term survivors o f Hodgkin’s disease report more physical restrictions
which, in turn, affect role function. They perceive overall health as lower, they are less
satisfied with their sexual lives, employment is limited and there are financial obstacles in
acquiring loans and life insurance (van Tulder, Aaronson, & Bruning, 1994). Negative
sentiments did not predominate in the results o f the current study, yet there was a significant
inverse relationship between social support losses and HRQL in this sample of long-term
survivors. Subjects in the study were primarily older adults who may experience multiple,
significant losses associated with aging. This could, in turn, potentially have a negative
influence on the experience o f this group o f long-term cancer survivors. The relationship of
social support losses to decreased HRQL is not unique to the experience of long-term
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cancer survivorship as this relationship exists in life generally and particularly among the
aged population.
This study examined relationships between the variables self-esteem, learned
resourcefulness, and social support and HRQL. Self-esteem was found to be moderately
associated with HRQL as measured by the QLI-CV. This is congruent with previous
research with survivors o f cancer. Both Polinsky (1994) and Thorne (1989) reported self
esteem as a mediator in the process o f adjustment to cancer via affirmation from either
family, friends or health care providers. This study’s findings regarding self-esteem also
lend support to Dirksen’s (1990) study in which self-esteem was found to be an important
determinant o f subjective well-being. Curbow and Somerfield (1991) found support for the
idea that self-esteem may play a central role in managing the stress o f the diagnosis of
cancer. The current study supports the role of self-esteem in the ongoing process of living
beyond cancer as long-term survivors.
The general description o f the positive outlook o f cancer survivors may be linked
with Hobfoll and Walfisch’s (1984) description of self-esteem as a resource variable that
helps individuals withstand the negative effects of cancer. This idea o f self-esteem as a
resource variable may be similar to what Heidrich and Ward (1992) found in their research
which indicated that positive adjustment o f women with cancer may be the result of their
ability to manipulate their self-esteem to prevent psychological distress. These may be the
processes which are reflected in the current study finding that self-esteem is positively
associated with HRQL.
Learned resourcefulness was found to have a slight inverse association with HRQL.
Perhaps cognitive attempts to control undesirable thoughts, feelings, sensations associated
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with cancer (i.e., use o f increased learned resourcefulness behaviors) reminded the subjects
of their unpleasant experiences o f feeling out o f control and thus the need to implement
learned resourcefulness behaviors to maintain control over cancer which, in turn, negatively
influenced their present perceptions o f HRQL. The lack o f a significant relationship between
learned resourcefulness (the cognitive-behavioral repertoire of specific coping skills to cope
with adversity) and the QLI-CV psychological/spiritual subscale scores may be explained by
the buffering influence or transcendent quality associated with this dimension of HRQL
(subscale items asked about peace of mind, faith in God, and life satisfaction). If a long
term cancer survivor experiences peace and life satisfaction within the
psychological/spiritual dimension o f HRQL they may not perceive a need to implement the
coping skills of learned resourcefulness. Or it may be due to an assumption contained in the
conceptual model o f self-control (which is the basis o f learned resourcefulness): that there
are multiple and interactive factors (other than those isolated in this study) influencing this
cognitive skill. Another interpretation o f this finding may be that long-term survivors who
truly “let go o f’ or have accepted all the meanings and experiences associated with a cancer
diagnosis experience a decreased need for control and do not implement the skill of learned
resourcefulness.
Guillory (1992) suggested that social support enhances mastery over cancer. If the
ongoing impact of cancer continues into the permanent season o f survival, the presence o f
social support would then be necessary to master the long-term challenges o f cancer such as
those faced by long-term survivors. It follows, then, that if there are losses o f social support
networks (particularly those support systems that provide personal meaning to one’s well
being), one’s satisfaction with life would decrease. This was reflected in the study finding
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that total loss component o f social support demonstrated a slight inverse association with
HRQL. However, this must be interpreted along with the finding that only 15% o f the study
sample were below 50 years o f age. Losses o f friends and family members is to be expected
with increased age. Thus the older long-term cancer survivor may be at increased risk for
decreased HRQL based on this relationship of the total loss component o f social support
with HRQL. Although the accumulation of all losses o f relationship cannot be avoided, help
may be available to develop strategies to buffer these losses.
Tempelaar et al. (1989) have suggested that positive and negative social exchanges
are associated with feelings o f self-esteem. If these social exchanges are also with
individuals who provide support to the long-term cancer survivor, self-esteem may be
enhanced or decreased depending on the nature (positive or negative) o f the social
exchange. If positive support is perceived from these exchanges the effect on self-esteem
may be positive. Based on the study findings that self-esteem is strongly associated with
HRQL, social support, which can have a positive effect on self-esteem, may indirectly
influence HRQL. This has implications for long-term survivors who experience increased
losses o f social support, particularly this sample o f long-term cancer survivors in which
there was an inverse association between the loss component o f social support and HRQL.
On a more general note, the literature documents the presence o f social support in
the positive experience o f cancer survivorship, although it is not the sole mechanism of
survival (Ell et al., 1992). The resources for support are many. Fredette’s (1995) study
with breast cancer survivors reported social support from family, especially husbands, to be
more meaningful than from friends. In contrast, Lugton’s (1997) study, also with breast
cancer patients, reported the vital role of informal support in maintaining identity as a means
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o f coping with breast cancer. The current study findings indicated no significant association
between a particular source o f support and HRQL. However, support from ministers,
priests and rabbi approached significance using the QLI-CV in this group of long-term
cancer survivors. A variety o f variables may help to explain this tendency such as age,
gender or cancer site. This question was explored by Ell et al. (1992) who reported
evidence to suggest cancer site and stage influences social relations which, in turn, may
predict survival. The research questions in the current descriptive study did not focus on the
influence of cancer site in regards to social support.
The overwhelming predominance o f self-esteem as the strongest predictor deserves
further discussion. The finding that self-esteem explained the greatest proportion o f HRQL
is reflected in findings in other research studies with cancer patients (Dirksen, 1989;
Temmpelaar et al. 1989). In addition self-esteem is associated with many aspects of HRQL
that long-term cancer survivors face in the experience o f life after cancer. For example, role
function, sexuality, and intimacy issues are ongoing concerns reported by BMT survivors
(Haberman et al., 1993) and survivors o f Hodgkin’s disease (van Tulder et al., 1994).
These issues are associated with how people feel about how they see themselves, in other
words with their self-esteem. Therefore, it is logical that self-esteem contributes strongly to
HRQL. The current study provided strong evidence to support this.
Based on study findings, the diagram of the conceptual framework for the study was
modified (See Figure 2). The study supports both the interrelatedness o f the independent
study variables and their association with HRQL. However, the proportion o f the
contribution of self-esteem, learned resourcefulness, and social support varies. This is
represented in the modified diagram o f the conceptual framework by the varying sizes of
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circles representing the independent variables.
The circle representing self-esteem is the largest since it explained the largest
proportion (R2 = .52) of HRQL in this group o f long-term cancer survivors. The second
largest circle represents learned resourcefulness which explained 17% o f HRQL for the
study sample. The smallest circle represents the loss component o f social support which
contributed the least (R2 = .07) to HRQL in this group of long-term cancer survivors. The
finding that self-esteem was the strongest predictor of HRQL is consistent with the
literature. The ranking o f learned resourcefulness and the loss component o f social support
as second and third is not explicit in the cancer survivor literature other than that they may
predict HRQL in cancer survivors.
The placement o f the three independent variables in the psychological and social
domains of HRQL may not be completely accurate. Rather they may influence all four
domains of the model. This idea was implied in a qualitative study with breast cancer
survivors by Wyatt et al. (1993) where they stated “...people do not fit their lives into
domains. Instead, concern/issues often cross over into two or more domains o f life...”

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.

Survivors HRQL
Figure 2. Diagram of Modified Conceptual Framework for this study.
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(p. 445). It would be important in future HRQL research with long-term cancer survivors
to explore the literature to expand this conceptual framework, and then ask the questions
that could make possible a more accurate depiction of the relationship between the
independent variables and HRQL.
Summary
In summary, the study data suggest the following for this sample o f long-term cancer
survivors: (a) self-esteem has a strong positive association with HRQL, (b) there is a
moderate tendency for learned resourcefulness to be associated with decreased overall
HRQL, (c) an increase in recent losses o f social support is moderately associated with
decreased HRQL, and (d) self-esteem, learned resourcefulness and the total loss component
o f social support combined are moderately strong predictors o f HRQL, with self-esteem
explalining by far the largest proportion o f the variance in the dependent variable.
Supplementary analyses of the findings suggest the following for this sample o f long-term
cancer survivors: (a) as age increases, HRQL increases, particularly in the socioeconomic
and psychological/spiritual dimensions; (b) as age increases there is a tendency for long-term
cancer survivors to experience spiritual resources as more supportive than counselors,
therapists, friends, and work or school associates; and (c) the LTCSQLI may measure a
different HRQL construct from that measured by the QLI-CV. Lastly, a brief analysis o f the
qualitative findings suggest an overall positive outlook on HRQL among these long-term
cancer survivors despite persistence o f ongoing physical concerns.
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Chapter 5
Summary, Conclusions, and Recommendations
The documented and anticipated growth in the population o f cancer survivors
indicate that cancer is a survivable disease. Cancer no longer is necessarily a death sentence,
yet it continues to have major impact on the appraisal o f and satisfaction with health aspects
o f life that cancer survivors value. The lasting effects of cancer diagnosis and treatment
impact HRQL in the three seasons o f survival, acute, extended and permanent. With the
progression of technology and science in cancer treatment, survival time has increased. The
interactions of health care providers with survivors of cancer has led to new questions
regarding the long-term survivor’s judgements about and satisfaction with life.
Summary o f Study and Findings
The oncology and QOL literature addresses the phenomenon o f the adult cancer
experience, cancer survival, and its effect on HRQL. The experience is reported and
described as multi-faceted and ongoing in nature (Carter, 1989; de Haes & Van
Knippenberg, 1985; Dobkin & Morrow, 1986; Ferrell, 1996). With the increase in survival
time has come the need for health care professionals to be informed about the life experience
o f survivors following the treatment o f cancer. Cancer survivors face not only physiological
sequelae of their treatment but psychological, sociological and spiritual sequelae as well. In
addition, the diagnosis of cancer often changes one’s life forever. These lasting effects of
cancer can take their toll on HRQL for cancer survivors.
Mullen (1985) conceptualized the experience of cancer as “Seasons of Survival”
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with three seasons; acute survival, extended survival, and permanent survival. The survivor
in permanent survival, or the long-term cancer survivor was the focus o f this study. Much
has been written in the theoretical, empirical and anecdotal literature about the first two
“seasons o f survival” and less about permanent survival. In addition, approximately 20% of
cancer survivors experience significant psychologic adjustment difficulties (Dobkin &
Morrow, 1986). Specific variables have been identified in cancer survivor studies to
influence HRQL in the acute and extended “seasons”. With increased survival, the question
remains whether the influence o f variables influencing HRQL in the acute and extended
“seasons” continues into the “season” o f permanent survival.
The purpose of this study was to describe the relationships between selected
psychosocial variables and HRQL in permanent cancer survivors. A descriptive,
correlational, and noninterventional study design sought to answer 4 research questions: (a)
What is the relationship of self-esteem to HRQL for long-term cancer survivors? (b) What is
the relationship o f learned resourcefulness to HRQL for long-term cancer survivors? (c)
What is the relationship of social support to HRQL for long-term cancer survivors? and
(d)To what extent are self-esteem, learned resourcefulness, and social support predictive of
HRQL for long-term cancer survivors? The conceptual framework for the study was
derived from a combination o f elements from both Mullen’s (1985) “seasons o f survivaT’and
Ferrell et al.’s (1991) Quality o f Life Model Applied to Cancer Survivors.
Following a pilot study to test data collection procedures, informed consent was
sought from 456 eligible subjects from two cancer databases to participate in the study by
completing six mail-back, self-report instruments (demographic profile, Rosenberg’s SelfEsteem Scale, Rosenbaum’s Self-Control Schedule, Norbeck’s Social Support
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Ferrans and Power’s Quality o f Life Index-Cancer Version and The Long-Term Cancer
Survivor’s Quality of Life Inventory). Usable data from 62, primarily older, female,
Caucasian, breast cancer survivors were analyzed using descriptive, correlational, and forward
stepwise multiple regression procedures.
A summary of major study findings is presented here. Demographic data revealed
over half (57.4%) the study sample were between 60 and 79 years old. The predominantly
female sample (77.1%, n = 44) were mostly married and Caucasian with college degrees and
had been diagnosed with and treated for breast cancer. Self-esteem, as measured by the
Rosenberg Self-Esteem Scale, was found to be significantly positively associated with HRQL
as measured by the QLI-CV. A moderate tendency was found for increased learned
resourcefulness to be associated with decreased overall HRQL, as measured by scores on the
Rosenbaum Self-Control Schedule and the QLI-CV. Only the total loss component of social
support, as measured by scores on the NSSQ, showed a statistically significant relationship to
HRQL as measured by the QLI-CV. The relationships between each independent variable and
the investigator-generated HRQL instrument were not included in the findings and discussion
because validity has not been established. Lastly, self-esteem(R2 = .52) accounted for all but
1% of the total variance (R2 = .53) in the HRQL scores (as measured by the QLI-CV) for the
regression model using self-esteem, learned resourcefulness and the total loss component of
social in this group of long-term cancer survivors. The same regression model was not used
with the investigator-generated HRQL instrument due to lack o f validity testing of the
LTCSQLI.
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Conclusions

The conclusions based on the study findings are as follows: (a) long-term cancer
survivors have ongoing issues and concerns regarding the experience o f living beyond the
diagnosis and treatment for their cancer, (b) to understand HRQL for long-term cancer
survivors one must consider both age-appropriate as well as cancer survivor “season”appropriate factors that may influence HRQL; (c) maintenance and promotion o f self-esteem
may be an important way o f promoting increased HRQL; (d) anticipation and minimization of
social support losses, where possible, may help to prevent decreases in HRQL.
The strength of the relationship between self-esteem and HRQL proved to be similar
to those reported in prior studies with cancer survivors. The variations from findings in other
research related to psychosocial variables and HRQL in cancer survivors may be accounted
for by specific differences in the phases o f cancer survivorship studied (acute, extended,
and/or permanent).
Recommendations for Nursing Practice
This research confirms the literature describing the ongoing effects of cancer on
HRQL. The results most strongly underscore the importance o f assessing and supporting self
esteem in the long-term cancer survivor as a means of enhancing HRQL. This assessment and
support could begin with the cancer survivor in the “acute” season and continue into the
“extended” and “permanent” seasons. Specific strategies and approaches to increasing self
esteem need to be explored. The study findings have implications for the assessment and
evaluation by the nurse o f the strategies currently in place that influence the long-term cancer
survivor’s self-esteem. These could range from the use o f community groups to more
individually culturally-senshive strategies.
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Client assessments should also include data regarding the losses in the support system
o f the long-term cancer survivor. Included in this nursing assessment should be the number o f
individuals lost, as well as, the intensity and meaning of each loss for the long-term cancer
survivor. The meanings behind the anticipated loss of social support may be influenced by
factors related to specific gender, age or ethnicity. This knowledge can further assist the
nurse to provide specific, effective care to increase HRQL for the long-term cancer survivor.
Assessment of the strategies used by long-term cancer survivors to promote selfcontrol (learned resourcefulness) and cognitive strategies used to manage living as a long-term
survivor o f cancer may provide further understanding of HRQL in long-term cancer survivors.
Age-appropriate sources of social support (e.g., religiously- oriented support rather than
counselors and therapists for older adult cancer survivors) should be identified and fostered to
promote HRQL for older long-term survivors.
Recommendations for Nursing Education
The oncology component in nursing curriculums should be broadened to include both
theory and experience related to long-term needs of cancer survivors. The growing
knowledge about this special group o f clients will prepare future oncology nurses to learn to
think and practice in the context o f living as opposed to the well-known fear context of loss
and death historically associated with cancer. In addition, the findings provide an empirical
basis from which to teach planning o f care specific to the long-term cancer survivor.
Career counseling for students considering an oncology specialty may be enhanced by
the knowledge that the effects o f a diagnosis o f cancer and its treatment are ongoing and can
be influenced positively by nurses. This specific knowledge regarding the diagnosis of cancer
and the role of the nurse may be an important element in an individuals decision for or against
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pursuing a career in nursing. Lastly, study findings may imply a need to examine clinical
placement sites related to oncology rotations for nursing students. Community-based settings
where students can observe and participate in specific programs directed at supporting and
increasing self-esteem and social support for long-term cancer survivors may impress them
with the importance of the role o f these variables in successful living beyond cancer.
Recommendations for Further Research
Additional research is warranted to replicate these findings. However, several
limitations of this study should be addressed in future research. Findings from this study
cannot be generalized to any specific gender, age, cancer site, ethnic, or income group
nationwide. Rather, generalization o f the findings is limited by the homogeneity o f the sample
(Caucasian, highly educated, and predominantly older females with breast cancer). Inclusion
o f subjects of both genders with different ethnic heritages, educational and income levels, and
with a higher percentage of younger adults is needed to enhance generalizability o f findings.
Also, the sample was drawn from cancer survivors living in the Western United States;
therefore, generalization o f these findings to individuals living in other geographic regions is
limited. Furthermore, a strong self-selection bias exists based on the low response rate o f the
study. Perhaps the response rate in future studies could be improved by the use o f phone calls
or postcards as reminders to potential subjects to return the questionnaires or by reducing the
number o f and/or simplifying the study instruments.
Further analysis o f the data from this study is recommended in order to tease out
circularity of the instruments; that is whether and to what extent there maybe overlap o f items
and subscales. Once this is identified the data analysis can be re-run selecting out subscales
that do not overlap.
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Further qualitative and quantitative study is needed concerning the specific variables
that influence HRQL o f long-term cancer survivors. Qualitative studies that focus on long
term cancer survivors with specific cancer sites is needed to provide an in depth understanding
o f the commonalities and differences in their experience and to generate further questions that
may lead to and/or enhance future quantitative approaches to the study o f these variables. A
replication of this study with focus on a specific cancer site, gender and/or ethnicity would add
to the knowledge base concerning the HRQL o f long-term cancer survivors. Additionally,
replication of the study using only one o f the complex independent variables could further the
understanding of their unique association to HRQL. The knowledge o f relationships between
each variable and HRQL will provide greater understanding of the dynamics of living beyond
cancer. Lastly, further development and psychometric testing o f the investigator-generated
HRQL instrument is recommended.
Despite the inherent difficulties with long-term research, there is merit in replicating this
study using a longitudinal design to capture and describe all 3 “seasons” in the same sample.
This could increase knowledge regarding the variables of the current study (as well as other
variables that may influence long-term cancer survivorship) throughout the process o f moving
from one season to another. This, again, could provide a more complete picture of the
dynamics o f living as a cancer survivor in both the acute and extended phases.
The cascading influence of the study variables (self-esteem, learned resourcefulness,
and social support) may lend themselves to further exploration via path analysis regarding the
direction and strength of the interrelatedness o f these complex variables. The structure for this
analysis may come from both the conceptual framework developed for this study or other
theoretical frameworks related to processes associated with the experience o f the long-term
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cancer survivor (e. g., adaptation, self-efficacy, cognitive restructuring). Further research in
this area may also include the refinement and testing o f this study’s conceptual framework.
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Appendix A
Approval Documents for Use o f Copyrighted Materials

UNIVERSITY OF MARYLAND AT COLLEGE PARK
w a n i r c i BQa flo

June 5, 1996
Leli Pedro
11455 Benton Street
Lome Linde, CA 92354
Deer Me. Pedro,
Thank you for your interest in the Self-Esteem seele of Dr.
Morris Rosenberg. Z epologise for eny deley in responding to your
telephone cell.
Regrettably, Dr. Rosenberg passed away four years ago.
However, Dr. Florence Rosenberg (Manny's widow) has given
permission to use the Self-Bsteem Scale for educational and
professional research. Please be sure to give the credit due Dr.
Morris Rosenberg when you use it.
We would also appreciate
receiving copies of any published works resulting from this
research.
Enclosed, please find a copy of the scale, along with brief
instructions on noxming and seoring it. A fuller description of
the scale may be found in the Appendix of Society and the
Adolescent Self-image, you may wish to contact Rosenberg's co
authors for more information relating to his work.
There is no charge associated with the use of this scale in
your professional research.
Sincerely,

it of Sociology, TJMCP
Enclosure

auARreocnjocvauueip • collufazx.m aihland0 o-uu • oou«m sr • rAxao»SM*n
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The University of Winois
itCtucago
Papaamawn n rtn ii SweatNurCng (MCao«>
Co*«o*a(Nu>«ing
•W South Oemen AMtwe. J*i ta o r
Cftcago. Mno* <0612-7X0
(312)M6-7M0

March 5, 1996
Ms. Lefi Pedro
11455 Beatoa Street
Loms Linds, CA 92354
Detr Ms. Pedro:
Thank you for your interest mthe Femns snd Powers Quslity o f life Index (QLI). I have
enclosed the cancer version ofthe QLI and the computer program fig calculating scores. I also
have included a hat o f the weighted items that are used for each of four subscales: health and
functioning, social and economic, psychological/spiritual, and family, as well as the computer
commands used to calculate the subscale scores. The nme steps are used to calculate the
subscale scores and overall scores.
Ai the present time there is no charge for use o fthe QLI. You have my permission to use the
QLI for your study. In return, I ask that you send me a photocopy o f all publications o f your
findings using the QLI. I then will add your publications) to the Bst that I send out to persons
who request permission to use the QLI.
If I can be of further assistance, please do not hesitate to contact me. I wish you much success
with your research.
Sincerely,

Carol Esrwing Ferrans, PhD, RN, FAAN
Assistant Professor
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Appendix B
Demographic Profile
Today's Date:
Date of Birth _______ / /
Month Day
Year
Age:
Marital Status:
Male

_______Female____

Type of Cancer Diagnosed:
Date of Diagnosis
/
Month Day

/
Year

Cancer Stage at Diagnosis: (if known)
Type o f treatment: (Check all that apply)__ Surgery,
Chemotherapy,
Radiation
Is there any recurrence o f your cancer today? _ Y es _ N o
Alternate Therapies Used (example: Meditation, acupuncture)
Date o f Last Treatment:
Type of Last Treatment:
Ethnic Background:
Annual Income to the closest $1000:
Occupation:
Employment Status:
Additional information you would like to share as a cancer survivor. (Use back of page if
necessary)
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Appendix C
ROSENBERG SELF-ESTEEM SCALE
Please answer the following questions about how you feel about yourself.
1 = strongly agree
2 = agree
3 = disagree
4 = strongly disagree
1.

I feel that I have a number o f good qualities.
1
2
3
4

2.

I feel I am a person of worth, at least on an equal plan
1
2
3
4

3.

I take a positive attitude toward myself.
1
2
3

4

4.

I am able to do things as well as most other people.
1
2
3
4

5.

On the whole, I am satisfied with myself.
1
2
3

4

6.

I wish I could have more respect for myself.
1
2
3
4

7.

I feel I do not have much to be proud of.
1
2
3

4

I certainly feel useless at times.
1
2
3

4

8.

9.

10.

with others.

All in all, I'm inclined to feel that I am a failure.
1
2
3
4
At times I think I am no good at all.
1
2
3

4
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Appendix D
Rosenbaum's Self-Control Schedule
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ON HUS PAGE BEFORE STARTING
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For each person you lisled, please answer the following questions by
writing in the number that applies.
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0 » not at all
1 - a little
2 * moderately
3 ■ quite a bit
4 «■ a great deal
Question5:

Question 6:
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If you were confined to bed
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tuuch could this person help
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Question 7:

Question 8:

How long have you known
this person?

How frequently do you
usually have contact with
this person? (Phone calls,
visit, or letters)

(IDNO)
Date_______________ _

PERSONAL NETWORK
1 ■ less than 6 maths
2 * 6 to 12 months
3 * 1 to 2 years
4 - 2 to 5 yean
5 ■ mote than 5 yean

5
4
3
2
I

1.
2.
3.
4.
3.
6.
7.
8.
9.
10.

1. _______________
2. _____________
3. _________________
4. _________________
3. __________________
6. ___________
7. _________________
5. _______________
9. _________________
10. ____________
II ________________
12. ____________
13. ________________
14. ________________
15____________________
16. ________________
17. ________________
15. ________________
19. ________________
20. _____________
21. _____________
22. ___________
23. ________________
24. ________________

__________________

________________

___________________
____________________

__________________
__________________
____________________

__________________
____________________
___________________

I I _______________________

12. ___________________
13. ___________________
14. ___________________

13. __________________
16. _____________________
17. ___________________

15. __________________
19. ___________________

20. _______________
21.
22.
23.
24.

___________________
___________________
___________________
___________________
(DURATION]

■ daily
■ weekly
■ monthly
■ a few times a year
«■ once a year or less

IFRBQCON)

PLEASE BE SURE YOU HAVE RATED EACH PERSON
ON EVERY QUESTION. GO ON 7 0 THE LAST PAGE

First Name or hk M i

1. __________
2. __________
3. ____________________
4. ____________________
5. __________
6. ____________________
7. ____________________
8. __________
9. __________
10. ___________________
11. __________
12. __________
13. __________
14. __________
15. ______________
16. __________
17. __________
is .__________
19. __________
20. __________
21. __________
22. __________
23. __________
24. ___________________

Rdalisnsblp

pouti
POU2|
|SOUS|
pousj
pou»1
pouttl
noma
pouiR
poum
poutsi
poum
poum
poum
poum
poum
poum
poum
poum

pouj|
powi
(SOUK
POU7]
POUISI

poum

0. No
. 1. Yes

(lXSSj

IF YES:
9k PkiK indicate the number of penoru from each category who are no longer tvailobit to you.
spouse or partner
.family nnSben or oetndves
.work or school associates

* *. * .
jaansmrrpnesviaooi
m
r a .w
jo w ppectvy)
___

[LOSSI]
(L0SS2)
(LOSS3)
(L0SS4)
ILOSSSI
(L0SS6)
(L0SS7)
(L0SS8I
(L0SS9)
[L08SNOI

9b. Overall, how atach of yoar rapport was provided by these people who are no longer avifldble to yob?
0 . none at aB
l . a Htde
_____
i

(LOSSAKft)

AHUOtfCUtBMNMI

J . quite a bit
_4. a great deal
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Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.

9. During the put year, have you lost any important relationships due to moving, a job change, divorce or separation, death, or some other reason?
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Appendix F

Ferrans and Powers Quality of Life Index - Cancer Version
ffcmns and Pbwui

QUALITY O F LIFE INDEX
CANCER VERSION
PART 1. Bar a d i o f the following pfrate rimearn, die m witr Sat h it detcrffms H OW SATIhHku vou
are with that area of your lift. Please nark your answer by circling die number. There are no right or
wrong answers.

HOW SATISFIED ARE YOU TODAY WITH:
1. Your health?

1

2

3

4

5

6

2. The health care you are receiving?

1

2

3

4

S

6

3. The amount of pain that you have?

1

2

3

4

5

6

4. The amount of energy you have for everyday activities?

1

2

3

4

5

6

5. Your physical independence?

1

2

3

4

S

6

6. The amount of control you have over your lift?

1

2

3

4

S

6

7. Your potential to live a long time?

1

2

3

4

S

6

8. Your family’s health?

1

2

3

4

5

6

9. Your children?

1

2

3

4

S

6

10. Your family’s happiness?

1

2

3

4

S

6

11. Your relationship with your spouse/significant other?

1

2

3

4

S

6

12. Your sex lift?

1

2

3

4

S

6

13. Your friends?

1

2

3

4

S

6

14. The emotional support you get from often?

1

2

3

4

5

6

IS. Your ability to meet family responsibilities?

1

2

3

4

S

6

16. Your usefulness to others?

1

2

3

4

5

6

(Please Go To Next Page)
c Copyright 1984 C. Ferrans and M. Powers (Do not use without permission.)
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HOW SATISFIED ARE YOU TODAY WITH;
17.

The amount o f stress or worries in your Hfe?

1

18.

Your home?

1

19.

Your neighborhood?

20.

2

3

5

6

2

3

S

6

1

2

3

S

6

Your standard o f living?

1

2

3

S

6

21.

Your Job?

1

2

3

5

6

22.

Not having a job?

1

2

3

5

6

23.

Your education?

1

2

3

5

6

24.

Your financial independence?

1

2

3

5

6

25.

Your leisure time activities?

1

2

3

5

6

26.

Your ability to travel on vacations?

1

2

3

5

6

27.

Your potential for a happy old age/retirement?

1

3

S

6

28.

Your peace o f mind?

1

2

3

5

6

29.

Your personal faith in God?

1

2

3

S

6

30.

Your achievement of personal goals?

1

2

3

5

6

31.

Your happiness in general?

1

2

3

S

6

32.

Your life in general?

1

2

3

5

6

33.

Your personal appearance?

1

2

3

S

6

34.

Yourself in general?

1

2

3

3

6

2

(Please Go To Next F ife)

c Copyright 1984 C. Feixans and M. Powers (Do not use without permission.)
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PAKT IT. Far each o f the following, ntease choose the answer that best describe* HOW IMPORTANT that area
of your life is to you. Please mark your answer by circling die number. There are no right or wrong answers.

TODAY. HOW IMPORTANT TO YOU IS:
1.

Your health?

1

2

3

4

6

2.

Healthcare?

1

2

3

4

6

3.

Being completely free of pain?

1

2

3

4

6

4.

Having enough energy for everyday activities?

1

2

3

4

6

5.

Your physical independence?

1

2

3

4

6

6.

Having control over your life?

1

2

3

4

6

7.

Living a long time?

1

2

3

4

6

8.

Your family's health?

1

2

3

4

6

9.

Your children?

1

2

3

4

6

10.

Your family's happiness?

1

2

3

4

6

11.

Your relationship with your spouse/significant other?

1

2

3

4

6

12.

Your sex life?

1

2

3

4

6

13.

Your friends?

1

2

3

4

6

14.

The emotional support you get from others?

1

2

3

4

6

IS.

Meeting family responsibilities?

1

2

3

4

6

16.

Being usefulness to others?

1

2

3

4

6

17.

Having a reasonable amount o f stress or worries?

1

2

3

4

6

18.

Your home?

1

2

3

4

6

(Please Go To Next Page)
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£

i

TODAY. HOW IMPORTANT TO YOU IS:

I

19. Your neighborhood?

1

2

3

5

6

20. A good standard o f living?

1

2

3

S

6

21. Your Job?

1

2

3

5

6

22. To having a job?

1

2

3

S

6

23. Your education?

1

2

3

S

6

24. Your financial independence?

1

2

3

5

6

23. Leisure time activities?

1

2

3

S

6

26. The ability to travel on vacations?

1

2

3

S

6

27. Having a happy old age/retirement?

1

2

3

3

6

5

6

28. Peace of mind?
29. Your personal faith in God?

1

2

3

S

6

30. Achieving your personal goals?

1

2

3

S

6

31. Your happiness in general?

1

2

3

S

6

32. Being satisfied with life?

1

2

3

S

6

33. Your personal appearance?

1

2

3

S

6

34. Are you to yourself?

1

2

3

5

6

c Copyright 1984 C. Femes and M. Powers (Do not use without permission.)
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Appendix G

Long-Term Cancer Survivor’s Quality o f Life Inventory

Long-Term Cancer Snrvlvorft Qualify o f Life Inventory
INSTRUCTIONS; This qursriotmaire is designed to find oot how tocg-tenn cancer survivors evaluate their
quality o f life. There are no right or wrong rowers. We simply want to knew tow true each statement is for
you TODAY. Please answer each item, and CIRCLE ONLY ONE answer for each item.
0123.

1.
2.
3.
4.
5.
6.
7.
I.
9.
10.
II.
12.
13.
14.
15.
16.
17.
IS.
19.
20.
21.
22.
23.
24.
25.
26.
27.
21.
29.
30.

Not True
Somewhat T ee
Quite True
VayTkse

My life is better when 1excrda*.
When I am fueling ill, Iftel my lift hes lamquality.
Iftel better when say side effects of my illness andt
Being able to live a normal life givu meaningto my life.
Physic*] energyaukcs my life better.
I feel betterknowingthere is no current sign of illness.
The ebilityto think cleeriy makes my life better.
My life is better when 1can preserve my strength.
Worrying about my illncis returning decreases myquality of life.
Physical closeness increasesmyqualityof lift.
When lam in pain. I feel my life is not worth living.
1feel life is worthwhile even though I amnotdie same as 1i
My lift is better knowingdtatmycancerisxpariana
Life is mere satisfyingnowthetlean distinguishbetween good andhad events.
My life is better when 1have someone whocantalkwith me about dyingMylifchasmnrt mmningthinelleamodm) fflnast uae not alley ftult
Havingthe care and love ofothcis is importantformyquality of lift.
My life is beats whenlean live with myninctswfahout haling put down.
Iftel that infaniiatioa aboutmy illness givesmemorecontrol
Iftel morealive nowthan before mylllnsw
Maintainingas muchindependenceaepoaelblehicwtaw my qaaHWufHfc
My lifc hasmore meaningsinoe I hove loaned to focus an what is most
Gettingthe aaoetoutofeach dayadds aeaceingto my Bft.
My lift is beamwhen it inchtdoehumor.
My lift Is bettsrknowingI amdoingmy best even with mybeehh limhationt.
Thinkingpoafthuly inteactumyqutlKyofiife.
My lift is betterwhenit includesemotional doacnaas.
Having fun adds to my quality o f lift.
Letting go ofangertowards others is nacasMry for my qualityof Ufa.
Experiencingall thattime will allow la aspsiisryfcr my quality of Bft.
(CONTINUED ON NEXTPAGE)
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o
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0

J

3
3
3
3
3
3
3
3
3
3
3
3
3
3
3
3
3
3
3
3
3

0 1 2 3
0 1 2 3
0 2 3
0 2 3
0 2 3
0 2 3
0 2 3
0 2 3
0 2 3
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Long-Tena Cancar Survivor's OuaHtv o f Life Ii
INSTRUCTIONS; This qucttioemaiTt is desigpod to find out how long-term cancer survivors evaluate their
quality of life. There art no right or wrong answers. We simply want to know bowtrue each statement is for
you TODAY. Please answer each hem, and CIRCLE ONLY ONE answer for each item.
0•
1•
2•
3•

Not Tree
Somewhat Tree
Quite Tree
Vary This
7 J

31.
32.
33.
34.
35.
36.
37.
38.
39.
40.
41.
42.
43.
44.
45.
46.
47.
48.
49.
50.
51.
52.
53.
54.
55.
56.
57.
58.
59.
60.

Iftel better when I pray.
Iftelbcnernowthatlhovepatmymatinahighorpowcr.
My lift «sbetter knowing Ihave often thatcan talk with see about lift aftar death.
Havim someonesoassist me in myundemanding about lift hereafter tacweeee
ny quality oflift.
My lifc is better when I am able to talk about my faith.
Being involved in formal religion imscestary for myqualityo f life.
Iftel betterwheal meditate.
Feeling forgiveness laaeceaaaiy ftr myquality oflife.
A aenae ofmeaningmakesmyqualityof lift better.
Practicingspiritual traditions increases myquality oflife.
My life is satisfying when I can express gratitude forextended lifeKnowingmy lifc has purpoee increases myquality oflift.
Living my life in tune with natureis necessaryto feel good.
Having a family who really carta ftr me is aacoasaiy to feelgood.
Ifeci bcserwh&i my firaify accepts wta hashappenedtome.
Myfriends makelift worth living.
Beingable to stOl do some ofthc thingsI love increasesmyquality of lifc.
Mylifc is betterbecause1findeqjoymentinmyactivities.
Having professional aid is necessary ftr myqualityoflife.
Doing workthat is satisfying is aooassaryforetc to feelgood.
1feel betterwhenmyfamily feels comfortable befngaroundme.
I feel betterwhenI maketime forothers.
Stigma relatedto myillness decrease! myqualify offifc.
“Mendingbrokenbridges"svithothersincreases myqualityoflift.
Brniileranrta!
i f ’Tt****"yyil^ y
Myqualityoflift increaseswith relationshipsthatprotectme from bad experiences.
QpCT|dearccmrntinifatkin increasesmyqualifyoflife.
Havingsexual pleasure increases myqualityoflife.
Encouragementfrom others fancrenejy formyqualityoflife.
Givingsexualpleasure increasesmyqualityoflife.
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0
0
0
0
0
0
0
0
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Institutional Review Board Approval for Loma Linda University Cancer Institute
and Desert Sierra Cancer Surveillance Program (Region5)

w s r m m o N ttR E V E W

board

iw

Ik

W M IN H H

raBBK

W IV B P M ^p M N H i^m V lliM M iH O T W m B lI

Mk

M U .1M

#

w

MB. TNi protocol* B«fcfw*Mdto iBrn ffg Born W ^ wlBiBuMnBd toW wliBQikiwfer
protoeBon to tow n wHw>.4>CH»IW>10liMW.

Hm m otoBn WB— »««>• 0 1 Mtoijf— IffwBtoliWl protolptotoBIMtoBafcroro)
•II «iqrftltUf*MOMMIliMliM«Ml •» RT
Mtaupft m i p « M li camp*to n M u r MSrowtovr« w M M , BtototomtooBM MlMMroti
oonductod untolaiaptaM ar Urn* IM ptM ronO rl** •><■*•**r** MB'"* * ■ * « * of toNeto

_ n>n * / T y i l a
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Appendix J

Letter to Physicians, Loma Lindt University Cancer Institute

L oma L inda U niversity C ancer I nstitute

Dote:

11340itt. Vm rM m *.Sm *E
H aQ ffitrBtxH KO
I tm t Lmdi, CsSftntia 92354
{*09f 199-4003
FAX:(9091199-0020

July 15.1996

To:
Prom:

Alan Kino. MD

Subject:

fteasareh Project approval

The LLUMC Onecr CbmniaK n d Gnev O n Gmcr Im norivod ■mrbm flom a teA y a t a t e ia
the Lome Unde Unfrunity School cfManfaip to nee cancer pwicwdita lbr her doaoeal march. Her
dene Is to «udy the "QaaBty oflif t of t a g m b aavMaf caaoar p a tte r .

Wouldyoube wHin* to allowyourpctfesaOdexttifiadon aoadmwst 1)to penidpete in (hisprqjecrf h
wilJinvolvea quruienntfre lo be filled oa anda peaooel interlea. Ifyou agree wewill thenpraoaedto
wortwith her. Uyoodonoe wiahymtTpattcatoaobclnctiidadlaihiaprajariplaaat raninnhcBR
indicating anyoral! pattcnt*you do n m coutaoad.
I wfll appreciate your atapooae by *dy SO, 1PMyear approval or aoMpprovnl Sir your pattaw « he
cotticicd to the:

Pm

O m tr

HaRfbedBldS-tNB.

n t <6161

PAX: <6007

Thank you fbryonr cooperation in helping nrtttuhiaiaipcnamfBarchpeqjea-

Aha Kins. MD
rhefrmon Caaoar

Confidential
X t o o l ehj M um im h rtu A r
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BBALXTT OP LIP* HEStAKCH PROJECT POP LOO0 TERM CAKCZX H IIBIH
Patients H i m

MRfs

I give permission for the above aaaed patients to be contacted for
possible entry Into the research project If they agree to do so.
Mb

PAT*

X request that «y patients not be contacted for the research
projset.
mb

__________________
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Appendix K

Letter to Physicians Desert Sierra Cancer Surveillance Program (Region 5)

J gpA J jn l a U

n iversity i %C ed ical (ren ter

L oma L in d a U niversity C ancer iN sm v rB
11368Moom/oio YinrAem r, SoitrC
L tm tlim h , Cmhfonia 92354
1909/199-6110
FAX:1909/199-6118

Krgroo FkoD atrtSirm
CsmrrrSorvrillna Fnpwm
llmyo. Mon, Rjvrm drtoJ
S*o B tw rfo t ConatmJ

August 29, 1996
Physician's Name
Street Address
City, State Zip
Dear Physician's Name:
The Desert Sierra Cancer Surveillance Program Regional Cancer
Registry (Region 5), is collaborating with a certified oncology
nurse researcher to describe quality of life for long-term cancer
survivors. Patients included in this study will be breast cancer
patients 35 years or more and who have a diagnosis year between
1988 and 1991.
This letter is written to inform you that we will be
contacting ycur patient (s), who was diagnosed with breast cancer
at 35 years of age or more. The patient (s) came to our attention
through the State Cancer Reporting System.
We will invite the
patient to complete a set of questionnaires that measures their
self-esteem, social support, learned resourcefulness and quality
of life including information about themselves and their cancer
history.
Mhen the patient consents, the set of questionnaires
will be mailed to them for their response.
The following individual (s) has been identified as your
patient(s):
Patient(s) Name
If you have any reason to believe we
not oontaet your
patient (s), please call Lis 8choenwetter at (909) 799-6170 within
two wests of isoaipt of this letter. Z will be happy to answer
questions you have regarding this study.
If the patient is deceased, we would appreciate receiving
that information including the date they passed away.
Sincerely,

Leli Pedro, RN

John W. Morgan, Dr. PH
Cancer Epidamiologst
A Snmut S j A ^n fia losrumfioo
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Appendix L
Letter to Potential Participants, Loma Linda University Cancer Institute

L oma L inda U ravsasm r C ancek b s m v n
!1340Ml. VmcAsxwm.SuitrE

NeQgUrBaiOOO

June 17, 1996

Itm tlm d t, U
91354
(909/199-4003
FAX:(909/199-4010

Daar Friend,
Lena Linda University Xedleal Canter Is a teaching institution and
occasionally the Cancer Date Center Is asked to furnish data for
student research projects. AS a fozser cancer patient at Loaa
Linda University Medieal Center your nedleal data is kept
confidential unless you agree In writing to participate In a
project by signing a release of information.
We have a request fron Leli Pedro, UN, MS, a ts e (e ) who has e
fifteen year history as an oncology nurse and is working on her
dissertation for her doctoral degree.
She is looking at the
"Quality of Life" of long tern cancer survivors such as yourself.
Zf you egree to allow us to give her your naae and address she will
then contact you and ask you to fill out a set of questionnaires
regarding your quality of life today.
1.

Zf you wish ae to release your naae to Leli Pedro so that
you say be included In this study please indicate by
filling out the attached consent form and return to the
Caneer Data Center in the enclosed envelope. (see
attachments)

2 .

Zf you prefer mot to participate please destroy this
notice and no further contact will be made to you
regarding this research project.

3.

Zf you wish to contact Leli Pedro directly for further
clarification of the study before you make your final
decision her phone number is (909)924-4360 ext. 49451.

Tour participation will he important to the future of other cancer
patients.
Sincerely,
2. jiamie Loder, Director

Cancer Deta Center
Loaa Linda University Cancer Institute
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Appendix M
Letter to Potential Participants
Desert Sierra Cancer Surveillance Program (Region 5)

J g p A jQn d a U

niversity sJ xCedical (ren ter

L oma L in d a U ntvekstty C ancer I n sti t u te
D arrtSitm
CaacrrSmrvtiUaaaPrapam
(/aye. Mama, Rnrmdt and
Sam Btraardiaa CeeaimJ

t/S U Maaataia I«c Avtmae, Saitr C
LamaUada. CaAfaraia 9/354
(909$ 199-9170
FAX:(909$ 199-4/18

Patient Name
Street Address
city State Zip
Dear (patient Name)
Leli Pedro, an oncology mine researcher, m collaboration with die Desert Sierra Cancer
Surveillance Program, is conducting a study to begin to describe the quality o f life for long-term
cancer survivors. Your physician. (MD name) has been contacted regarding your potential
participation in this study.
About four in ten persons diagnosed with cancer wiD be alive five years after diagnosis.
Additionally the diagnosis o f cancer can change one’s life forever. For many, cancer wiD be a
surviveble disease. Thus it is important to describe and to begin to understand the quality of life
specifically for long-term cancer Survivors.'
You are being invited to participate in this study because o f your length o f survival. An
additional criterion for study participation is that you are recurrence fine today. This means you are
currently free o f disease and not undergoing treatment (such as radiation or chemotherapy). Ifyou
meet this criterion, and wish to participate in this study, please read over the enclosed informed
consent form which describes the study in more detail, and return the fbnn in the self-addressed
envelope at your earliest convenience.
Once your informed consent is received you will frc mailed a act o f questionnaires to
complete and return to us. Participation in this study is entirely voluntary and wiD not alter your
current care or follow up in arty way. Ifyou have additional questions or concerns regarding die
study please fee! fiee to contact Lcfi Pedro at (909)824-4360 ext. 4S4S1 or Jim Enders at (909)7996174.
Thank you very much for considcrmg participation in this important study.
Sincerely,

Lefi Pedro, RN,DNSc(c)

4 SnaatA-daj Adetaaa/attitutiea
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Appendix N
Informed Consent Form
(Page 1 o f 3)
Informed Consent
The relationship o f Self-esteem, Learned Resourcefulness
and Social Support to Quality of Life for
Long-Term Cancer Survivors

I have been invited by Leli Pedro, a registered oncology nurse and a doctoral candidate in the
Philip Y. Hahn School o f Nursing at the University of San Diego, to participate in a research
study. Before I give my consent, I will read the following and ask whatever questions I may
have.
Purpose of The Study
The purpose of this study is to learn more about how long-term cancer survivors feel about
themselves, their belief about how effectively they cope with manageable levels o f stress,
where they get and from whom they get social support, and how this relates to their quality of
life.
Procedure
I understand that if I agree to be in the study, I will complete the set o f questionnaires which
will take approximately 45-60 minutes. The questionnaires ask about how I feel about myself,
my belief about how effectively I cope with manageable levels of stress, where I get and from
whom I get social support, and my health-related quality o f life. I will also answer some
general questions about myself such as age, ethnicity and marital status. Once I complete and
mail the set of questionnaires to the investigator I will be finished with my participation in the
study.
Risks
I understand there are no physical risks to me by participating in this study. I understand that
in the process of filling out the questionnaires I may be reminded o f uncomfortable feelings
that have surrounded my cancer experience.
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Informed Consent for Participation in a Study on the Relationship o f Self-Esteem. Learned
Resourcefulness and social Support to Health-Related Quality of Life for Long-Term Cancer
Survivors
Benefits
I have been told that I will derive no direct benefit from participating in this study. However,
I may feel satisfaction knowing I have contributed to a study that may benefit other survivors
life myself. It is hoped that other long-term cancer survivors may benefit from the findings o f
this study.
Participant's Rights
I understand my participation in this study is completely voluntary. I am free to refuse my
permission to bein this study and may withdraw from the study at any time. I have been told
that my decision whether or not to participate or terminate participation in this study will not
affect my present or future medical care. I understand that there is no agreement, either
written or verbal, beyond that expressed in this consent form.
Confidentiality
I have been promised anonymity and have been told that any published document that results
from this study will not disclose my identity.
Cost
I understand there is no cost to me for participating in this study.
Reimbursement
I understand there will be no reimbursement to me for participating in this study.
Impartial Third Party Contact
I have been told that if I wish to contact an impartial third party not associated with this study
regarding any complaint or concern I may have about the study, I may contack Jean
Fankhanel, Patient Representative, Loma Linda University Medical Center, Loma Linda, CA
92354, phone (909) 824-4647 for information and assistance.
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Informed Consent Statement
”1 have read the contents o f this consent form. My questions concerning this study have been
answered to my satisfaction. I hereby give my voluntary consent to participate in this study.
Signing this consent form does not waive my rights nor does it release the investigator or
sponsors from their responsibilities.
I may call the investigator, Leli Pedro, RN, MS, DNSc (c) during office hours at (909) 8244360 Ext. 45451, or during non-office hours at (909) 796-8232 if I have any additional
questions or concerns.
I understand I will be sent a copy o f this informed consent form.
I, the undersigned, understand the above explanations and on that basis, I give consent to my
voluntary participation in this study."

Signature of Subject

Date

Witness

Date

Printed Name o f Subject

Subject’s Address (for consent form Mailing)

Signature of Investigator

Phone Number

Date
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Appendix O
Cover Letter

Dear Cancer Survivor,
Thank you for agreeing to participate in this important study. The information
from this study will assist nursing to understand and enhance quality of life for future
cancer survivors like yourself.
Find enclosed the set of questionnaires which will take 45-60 minutes to fill out.
Please read the instructions carefully. Please return this set of questionnaires in the
large brown envelope provided for you within the next 2 weeks. If you have further
questions feel free to contact me at (909) 824-4360 ext. 45451.
Sincerely,

Leli Pedro RN, MS, DNSc (c)
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